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Preface

The last 20 years have brought home to most Americans the profound impact of substance abuse on
individuals, their families, and society. Most extended families have had some experience with this
problem.

We are only recently becoming more aware of the terrible effects of substance abuse on pregnant women
and their unborn children. Of dl current substance abuse, acohol is the most serious problem by far,
whether judged by its frequency or by its capacity to injure-the fetus. In its most obvious form, it leads to
a congdlation of findings in the infant that are referred to as the fetal acohol syndrome (FAS).

Because of concerns about the magnitude of the problem, the U.S Congress mandated this study, under
the auspices of the Inditute of Medicine (IOM) of the National Academy of Sciences. From rhe outset, the
committee was aware of treading on new ground in addressing alcohol abuse during pregnancy since the
approach used in this study might serve as a paradigm for other studies of substance abuse in pregnancy.
What are the unique characteristics of acohol abuse in pregnancy that make it such a challenge for medicine
and for society in general?

Fird, this is not a disease that affects only the child with FAS; it involves both the mother and her baby.
FASis aclassic example of a family problem. A mother who abuses acohol needs and deserves treatment
for this problem, not only during pregnancy but afterward. If she continues to be acohol-dependent she
may very well die from the disease in a few years and, in the interim, have additiond affected pregnancies.
Alcohol abuse affects her ability to care properly for her children throughout childhood. The affected child
needs continued medical care aimed a minimizing any of the developmental handicaps imposed by FAS.
Aswith many birth defects, optima care requires coordinated effort from many groups, including providers
of hedth care, socid services, and schools.

Secondly, as with many risk factors for a fetus, whether influenced by maternal behavior (e.g., infection
with sexualy transmitted diseases) or not (e.g., inborn errors of metabolism), if the mother does not receive
trestment the effects can be amplified by recurrence, that is by births to that mother of additiona affected
children, or by the children-when they reach reproductive age-bearing affected infants of their own.

Given these effects of acohol abuse during pregnancy, the committee addressed the issue of updating the
diagnogtic criteria that should be used for FAS. We were concerned that, without well-defined criteria, any
developmental delay or behaviord abnormdity in children whose mothers had any level of acohol intake
might lead to inappropriate labeling with the FAS diagnosis. The criteria recommended are as close as
possible to those commonly used by workers in this field and, at the same time, follow the guiddines
generdly used for setting diagnostic criteria in other areas of medicine.

A consideration of diagnostic criteria brought out the fact that many infants with FAS are not being
diagnosed at hbirth, either because they cannot be or because professionals do not have the tools and training
to do so. Pattern recognition is part of the diagnostic criteria in a disease of dysmorphogenesis. In this
case it involves recognition of the pattern of facial abnormdities and of the neurobehaviora and
developmental characterigtics associated with FAS. Who is to be trained for diagnosis in the newborn
period, or a any time in childhood? This is an important issue when one considers surveillance approaches
that might be applicable on a public hedth basis. The committee was impressed that this area needs some
focused clinica research before widespread surveillance approaches can be recommended. Such research
and field testing is considered an urgent priority.

Also relevant to both diagnosis and prevention is the issue of whether there are problems of development
or behavior from any alcohol intake, no matter how low, during pregnancy. Since this is not yet known,

PREPUBLICATION COPY



the committee focused on the congtelation of infant problems for which good evidence exists of a
relaionship with maternal abuse of acohol.

There have been excellent reviews of animal studies relating to FAS.  For this reason, the report does
not include a detailed review of this topic. Anima models have been established, and studies at the levels
of integrative physiology and cell biology have contributed substantialy to our understanding of some
aspects of the disease. The report attempts to place these basic studies in context in terms of their
contribution to our understanding of pathogenesis and prevention. For example, basic research contributed

to our understanding of FAS by firmly establishing acohol as a teratogen. It was aso important in
highlighting those organ systems likely to be most aifected during in utero development. In terms of
developmentd timing, basic research established the important concept that alcohol can injure the fetus,
particularly the centra nervous system, not only during embryogenesis, but also later in pregnancy. It was
clear to the committee that there are many areas in which additional basic research could make substantial
contributions to our understanding of the relationship of dosage, developmenta timing, genetic
susceptibility, gender differences, and differences in tolerance imposed by the endocrine changes of
pregnancy. Such research could contribute by pointing toward additional therapeutic approaches that might
be used during pregnancy.

The sections on prevention and treatment once again emphasize that two patients must be considered.
Treatment of alcohol abuse and dependence in a pregnant woman is also prevention of FAS in her fetus.
The committee wrestled with the difficulty that universal prevention methods appear to have an impact on
women with low or moderate alcohol intake but no impact on women who abuse dcohol. Ye, it is this
latter group that produce infants with FAS and related problems. Thus, targeting specific prevention and
treatment approaches to this latter group is vita if we are to reduce the incidence of FAS.  Unfortunately,
currently there is little evidence of successful approaches. Too often, we have assumed that whatever
works in men who abuse alcohol will in women who abuse alcohol. This is another area in which clinical
research, with strong evaluation components, needs to be implemented.

Treatment of the child begins whenever FAS (or a related disorder) is recognized. The later this
recognition occurs in development, the less success treatment protocols will have. For this reason, training
medical staff and other gatekeepers in pattern recognition and appropriate history taking in pregnancy is of
paramount importance. As with many hirth defects, there is a tendency to assume that the damage is done
by the time the infant is born. However, this report brings out the lack of knowledge about how much
subsequent developmenta difficulty is due to actua organic injury at birth, how much is due to the chaotic
environment in which most of these children are raised, and how much could be amdiorated by appropriate
postnatal intervention and treatment. Such children should not be “discarded” by society and if, as a
society, we are sincere in this belief, then the same multidisciplinary approach to their treatment and
schooling should be applied as has been used for other birth defects, including joint planning and
communication between medical and social services on the one hand and school systems on the other.
Stahility of the family environment in which the child is reared is necessary for dl children, but is often not
available to these children. Furthermore, even when these children are raised in stable foster or adoptive
homes, appropriate treatment and schooling are often not available.

It is evident throughout the report that fetal alcohol syndrome tests our ability to provide integrated
services that cut across medica disciplines to the mother and child. It aso presents mgor challenges to
integrating school and support services for these children. The treatment section of the report emphasizes
that, where it is uncertain whether developmental and behaviora characteristics are associated with
permanent organic injury, children should be given the benefit of the doubt and have access to treatment
measures that may substantialy improve their outcome. This has been true, over and over again, for other
birth defects, and there is no evidence that suggests it will not prove true for FAS.
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BACKGROUND

It sounds smple: women who drink excessively while pregnant are at high risk for giving birth to
children with birth defects. Therefore, to prevent these defects, women should stop drinking alcohol during
all phases of pregnancy. Alternatively, women who drink acohol should not become pregnant unless and
until they can control their drinking. More than 20 years ago, when fetal acohol syndrome (FAS) was first
described in the published medica literature, there were high hopes for its prevention. In fact, this-has not
been smple, and the biomedical and public hedth communities are still struggling to diminate a birth defect
that should be absolutely preventable.

Although references to the effects of prenatal exposure to acohol can be found in classical and
biblical literature, fetal alcohol syndrome was first described in the medical literature in France by Lemoine
et a. in 1968. Researchers in the United States soon also published a landmark report describing a
congtellation of birth defects in children born to acoholic women (Jones and Smith, 1973). FAS has since
been described in most countries of the world. Briefly, FAS refers to a congtellation of physical
abnormalities, most obvious in the features of the face (see Figure I-I) and in the reduced size of the
newborn, and problems of behavior and cognition. These latter features lead to the most concern. FAS
does not refer to signs of acute alcohol exposure or withdrawa at birth. Newborns can have blood acohol
levels high enough to affect acutely their central nervous system function and not have FAS. Newborns can
aso have no alcohol in their bloodstream af rhe time of delivery but still have FAS.  An FAS baby is not a
“drunk” baby.

The degree of abnormality in any one measure can vary greatly between individuas and can change
with time in the same individual. For example, people diagnosed with FAS can have 1Q scores from well
within the norma range to the severely mentaly retarded range. The physica anomalies can be dight or
quite striking. Some people with FAS live fairly norma lives if given adequate and structured support
throughout their lives, whereas others are severdly impaired. The defects may or may not be apparent or
easly diagnosed at birth. Although the manifestations of the damage might change with age, FAS never
completely disappears, and as with many developmental disabilities there is no cure, athough there might
be some amdlioration in some individuas.

The costs of FAS and related conditions can be quite high--for the individual, for the family, and for
society. Three groups have tried to estimate these costs, and these estimates vary greetly (Bloss, 1994).
These figures are offered not as established facts but they are intended to emphasize that regardless of the
details, or any one specific estimate, the costs of FAS to the individual and society are high. The estimates
are problematic because of uncertainties regarding the incidence and prevalence of FAS and uncertainties
related to the full extent of health (and other) problems
experienced throughout the lifetime of people with FAS. Incidence rates in severd of the most complete
studies are similar--on the order of 0.5 to 3 cases per 1,000 hirths. There is a lack of longitudina data on
the extent of possible problems of adults with FAS. Therefore, annual cost estimates for the United States
range from $75 million (Abel and Sokol, 1991) to $9.7 billion (Harwood and Napolitano, 1985).

Since publication of the papers by Lemoine and by Jones and Smith, the biomedical, public hedth,
research, and public policy communities have devoted much time and energy to a fascinating problem of
teratology (the study of the effects of chemica exposure on the developing fetus), neurobiology, disease
prevention, and social disarray. The U.S. Public Hedlth Service has spent millions of dollars in research,
public education, and service programs related to the topic. Important concepts have been established
through research. For example, well-controlled research on rats, mice, and nonhuman primates has
demonstrated that alcohol exposure causes FAS despite early questions about other causes. However, while
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acohal is the necessary teratogen, it done may not be sufficient to produce FAS either in animals or in
humans. As with most teratogens, not every fetus exposed to significant amounts of acohol is affected.
The outcomes might be modulated by numerous biologic and environmental factors, such as nutrition,
threshold, timing, genetic susceptibility, pattern of acohol exposure, or fetal resilience. Further research is
needed to fully elucidate the factors that influence the expression of acohol teratogenesss.

Public education campaigns have taught many women and their partners, as well as the medical
community and society at large, that excessive alcohol consumption is dangerous during pregnancy.
Reduction in the occurrence of substance abuse during pregnancy, reduction in the incidence of FAS, and
an increase in the questioning of patients by hedlth care providers about alcohol and other drug use are
among the gods of the Public Health Service's Hedthy People 2000 initiative (U.S. Department of Heslth
and Human Services, 1991). See Table -l

The emergence of crack cocaine as a mgor public health problem in the 1980s led to worries about a
generation of crack babies who would cost the medica care system, primarily neonata intensive care
wards, huge amounts of money and who would overburden the education and social service systems with
problems attributable to prenatal exposure to cocaine. Further research has shown that athough crack
cocaine can lead to serious obstetrical complications and that some of the exposed newborns do have
problems. Cocaine-exposed children have not been followed as extensively or for as long a time as alcohol-
exposed children; what data have been published show some effects of prenatal cocaine exposure at three
years of age, but the problems do not seem to be nearly as devastating as predicted, nor as severe as the
long-term problems associated with alcohol exposure. In fact, some of the long-term effects associated with
prenatal cocaine exposure may be due primarily to the concurrent use of acohol during pregnancy.

At the time, however, the cocaine epidemic and its potential risks to unborn children led to hested
public policy debates. Policies of mandatory urine testing in delivery wards, and subsequent remova of a
child from the care of a mother who tested positive for illegal substances, were ingtituted in many places
(Blume, in press). The unintended negative consequences of these actions have led to a reconsderation and
reversa of these policies more recently. The federal government invested millions of dollars in
demonstration projects for services for substance-abusing women. Some of these programs included
prenatal alcohol exposure, but the emphasis was usudly on drugs, particularly illegal ones, other than
acohol, or on polydrug use.

FAS is a complicated health and social problem and, for this reason, potentially involves many
different sectors of the government. The U.S. Public Health Service (USPHS) contains the agencies with
primary responsibility for research in the area.  The Nationd Ingtitute on Alcohol Abuse and Alcoholism
(NIAAA) of the National Institutes of Health (NIH) has the lead role in research on FAS. However,
NIAAA is a relatively small ingtitute of NIH; their budget is therefore limited. NIAAA programs related
to FAS include basic animal research, which has been the mainstay of research in this areg; clinica and
epidemiologic research on the effects of low to moderate adcohol use by pregnant women; and prevention
research. In addition, many research programs sponsored by NIAAA have ancillary importance to FAS,
for example, the research it funds on the epidemiology of drinking by women or on generd approaches to

the prevention and treatment of acohol misuse.
Another key USPHS agency involved in FAS work is the Centers for Disease Control and Prevention

(CDC). CDC'’s role is to collect data to define the scope of the problem; support the development and
evauation of FAS prevention projects; and build state capacity for coordinated, state-based FAS
survelllance and prevention programs (CDC submisson to IOM committee). As with NIAAA, CDC has
ancillary programs related to maternal and child health, alcohol misuse, and epidemiologic surveillance that
can support and inform FAS programs.

Other agencies in the USPHS maintain important programs related to FAS, but these programs have
much less emphasis on research. The Indian Health Service, the Health Resources and Services
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Adminigtration (HRSA), and the Substance Abuse and Mental Health Services Administration (SAMHSA)
fund services or demongtration projects directly or indirectly related to FAS. At this time, no agency has
been able to support research on the clinical aspects of FAS, on the medica treatment of children with
FAS, or on the education and remediation of these children.

THE CHARGE TO THE COMMITTEE

In recognition of the seriousness of this problem, the U.S. Congress mandated in Section 705 of

Public Law 102-321, the ADAMHA Reorganization Act, that the Ingtitute of Medicine (IOM) of the
National Academy of Sciences conduct a study of FAS and related birth defects.  The Nationd Ingtitute on
Alcohol Abuse and Alcoholism on the Nationd Ingtitutes of Health funded the project. This report is in

response to that mandate.
The Committee to Study Fetal Alcohol Syndrome was convened in mid-1994. Committee expertise

included pediatrics, developmental psychology and neurology, obstetrics, nosology, teratology,
epidemiology, substance abuse prevention and treatment, and psychiatry. The charge to the committee was

to improve the understanding of available research knowledge and experience on:

tools and approaches for diagnosing FAS and related disorders,
the prevalence of FAS and related disorders in the general population of the United States,

the effectiveness of survelllance systems, and
the availability and effectiveness of prevention and trestment programs for these conditions.

As part of its work, the committee reviewed U.S. Department of Hedlth and Human Services agency plans
to conduct research on the topic and provided guidance for the future.

The committee understood its charge to focus on the effects of exposure to large amounts of acohal,
that is, on FAS and what had historically been cdled feta acohol effects (FAE). The committee studied
data on the relation between low or moderate levels of prenatal acohol exposure and more subtle
psychologic, educational, developmental, and behaviord abnormalities associated with such exposure, but
given the currently available data it was unable to conclude that these subtle abnormalities do or do not
represent a distinct clinical entity. Thus, the committee concluded that it was inappropriate to develop
diagnogtic criteria or establish incidence or prevaence estimates for this putative condition. However, some
discussion of these data is warranted.

Large prospective studies conducted in severa U.S. cities have found statistical associations betwcen
low to moderate levels of prenatal acohol exposure (levels not documented or believed to cause FAS) and
effects on a variety of behavioral, educational, and psychological tests. These statistical associations are
typicaly weak and the estimated average effects are usualy smal, so these results seem to have little
clinica significance for individual children. The population implications, in theory, can be important for
the following reasons. First, one interpretation of these results is that the small shift in the average
behavioral, educational, and psychological scores in children prenatally exposed to low levels of acohal
theoretically may trandate into increases in the number of children below low performance thresholds and
decreases in the number of children above high thresholds. Second, these weak population results could
also suggest that prenatal exposure to low levels of acohol occasionaly but only rarefy lead to behavioral,
educationa, and psychologicd effects in an individua that do have clinica significance. The clinica
significance of small population effects on an individual has not been demonstrated empiricaly for low-level
prenatal alcohol exposure. Finaly, these population effects suggest at least a teratologic potential for low-
level prenata alcohol exposure and can provide directions for further research.  Alternatively, it is possible
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that these effects are spurious, given the difficulties of excluding confounding variables such as stress or
nutrition by history aone. Given the current state of our knowledge, it is 3mpossible to conclude whether
or not low-level dcohol intake in pregnancy has deleterious effects of clinical significance.

The committee is cognizant of the grave concern of many preomant or preconceptional women and
their partners about possible effects of less than heavy consumption of alcohol, and it is aso aware that this
issue has been and will continue to be debated in the lay press. The committee hopes its report will clarify
research questions and design issues for further work in this area. The Jack of diagnostic criteria for or
more definitive statements regarding possible effects of low to moderate exposure to dcohol should not be
interpreted as contradictory to the Surgeon Generd’s warning against drinking acohol during pregnancy,
which the committee agrees is sound public hedth advice.

The committee did not establish precise lower limits of acohol exposure associated with significantly
increased risk of FAS. Some researchers have atempted such caculations, but the committee felt thatitis
premature to make such a statement. Materna factors such as parity, age, history of heavy drinking, and
genera hedth status dl influence how much acohol exposure is necessary for FAS. The level of acohol
exposure is generdly very high and likely found in only a small percentage of women who drink while
pregnant. Recent data suggest that although approximately 40 percent of all women in the United States are
abgtinent (Wilsnack et a., 1994), approximately 14 percent of women drink more than 6 drinks when they
drink (Witsnack et a., 1994) and approximately 4 percent of women have acohol abuse or acohol
dependence problems (Grant et al., 1994).

Alcohol abuse and acohol dependence have fairly specific meaning in the fourth edition of the
Diagnostic and Statisticadl Manua (DSM-1V). However, these terms are frequently used as umhrclla terms
for maladaptive patterns of alcohol use. In this report on FXS, the committee has chosen to use acohol
abuse in this genera way to indicate heavy drinking, including binge-drinking, that is risky for the given
individual circumstances. If a strict DSM-IV diagnosis is intended, it will be so noted. Similar conventions
will be used for substance abuse, which is treated very similarly in DSM-1V (American Psychiatric
Association, 1994). It should be noted that there are no specific levels of consumption associated with
acohol abuse, either as used in DSM-IV or as an umbrella term in this report. Survey data from 1992
show that gpproximately 4 percent of al women and approximately 4 percent of women between the ages of
30 and 44 years of age could be considered to satisfy the DSM-IV criteria for alcohol abuse and a cohol

dependence (Grant et ., 1994).

FETAL DRUG EFFECTS

Alcohal is one of a number of chemicaly diverse compounds currently recognized to be toxic to the
developing central nervous system (CNS) of humans. Tie neurotoxic properties of these compounds have
generdly been confirmed in animal studies. Based on their effects, these agents can be divided into two
classes of neurotoxicants. some are teratogens in that they produce CNS malformations with associated
neurobehavioral dysfunction (e.g., acohol, methylmercury), whereas others produce neurobehaviora
dysfunction in the absence of CNS maformations (e.g., lead, polychlorinated biphenyls). Alcohol isa
recognized human teratogen that produces fetad acohol syndrome (FAS) and a variety of other alcohol-
related effects in children exposed during prenata life. Of all the substances of abuse, including heroin,
cocaine, and marijuana, alcohol produces by far the most serious neurobehaviora effects in the fetus.
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It is convenient to divide prenatal development into three periods: the predifferentiation period, the
period of the embryo, and the period of the fetus. The distinction, however, is only conceptua. The
conceptus, throughout gestation, is in a continua state of orderly biochemical and structural transition
during which new constituents are being formed and spatialy rearranged. At any time in the total span of
development, these ongoing processes can be subtly deflected, severely perturbed, or abruptly halted,
resulting in death or abnorma development. Furthermore, athough the effects of exposure during specific
stages or “critical periods’ of development are probably best documented for the anatomica or
dysmorphogenic effects of various teratogenic agents, data on stage-specific effects on growth and
functiond deficits are increasing, particularly in reiation to prenatal acohol exposure.

The teratogenic effects of prenatal dcohol exposure can be influenced by numerous factors, both
biologicd and environmental. The complex nature of these multifactoria influences is illustrated in Figure
2-2. This figure attempts to illustrate the point that the expression of adverse acohol effects in the
offspring from birth to adulthood can be influenced by factors that include the critical period during
pregnancy when exposure occurs, the pattern and amount of materna acohol intake, and a host of
biological and environmental variables that can impact both the pre- and the postnatal periods.

The human experience with exposure to acohol in pregnancy corroborates some of the centra
developmental concepts in the animal research. These concepts include diversity in the degree of injury to
fetuses with comparable alcohol exposure, the potentia for injury throughout fetd life, a relationship
between level of alcohol exposure and degree of injury, and the importance of both biologicd variables and

the postnatad environment in influencing outcome.

DIAGNOSIS AND CLINICAL EVALUATION OF FETAL ALCOHOL SYNDROME

A medical diagnosis serves severd maor purposes. to facilitate communication among clinicians; to
facilitate communication between clinician and patient (including, in this instance, the parents of patients);
to assgt in the study of pathophysiology and etiology; and to guide treatment. Two requirements are
typically used to evaluate diagnostic criteria.  First, the criteria must be reliable. Second, they must be as
valid as possible.

The concept of reliability refers to agreement among clinicians and consistency over time. Validity
refers to the relevance or clinicd utility of a set of diagnostic criteria.  Theoretically, criteria can be highly
reliable and yet totaly invalid. If nosologists were to decide, for example, that height should be used as a
criterion for diagnosing mental retardation, since it can be measured in a reliable manner, they would be
choosing a criterion that had excellent rdiability but no vaidity. Clearly, therefore, it is important that
diagnostic criteria contain components that are clinically meaningful and that lead to correct inferences

about the nature of the pathological process.
A number of practica considerations dso inform decisions about diagnogtic criteria. While réiability

and vdidity set important standards that should be achieved in a good diagnogtic system, the day-to-day
process of deciding which specific signs and symptoms or other diagnostic indicators should be applied may
depend on the clinical context in which a set of criteriais likely to be used. In the everyday world,
diagnostic criteria are used for a variety of purposes.

Placing a patient in a diagnostic category confers both benefits and disabilities. The diagnosis of FAS
may validate a patient’s disability and facilitate appropriate interventions and socid benefits.  On the other
hand, the diagnosis may aso be used to stigmatize and to create self-fulfilling prophecies about the future
that could be detrimental to the patient and his or her family. Therefore, when diagnodtic criteria are
developed, nosologists must be sengitive to the various purposes for which these criteria will be used.

N
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A descriptive function is a second important practical purpose of diagnostic criteria.  Once criteria for
an illness are defined, they are typically used to teach clinicians .how to make that diagnosis. The
increasing interest in making diagnoses more objective and reliable has led to the widespread use of
diagnostic criteria in a variety of settings: by epidemiologists, thixd-narty payers, forensic experts, and
educators, as well as the clinicians for whom they were originaly developed. The items sdected for
inclusion in the criteria are typically assumed by these various “consumers’ to be the definitive description
of the disorder. If signs or symptoms are not included in the criterig, they are often considered
unimportant.

A final issue that arises in deciding on the explicit items to be used in diagnostic criteria is whether
the conceptua construct should be narrow or broad. This issue is clearly related to both the gatekeeping
function and the descriptive function. Decisions that are made within the context of this issue can have
far-reaching implications. One solution to resolving the “narrow versus broad” issue is to creste two sets of
criteria, one to be used for research and the other for clinical applications. If this is done, then the research
criteria are typically more narrow, while the clinical criteria are more broad.

The key issues noted by the committee for identification of FAS include the following:
Should a documented history of exposure to alcohol be required for the diagnosis of FAS?
Which physical features should be used to define the disorder?

Can behaviora or cognitive features be used to define the disorder?
Is there a role for ancillary measures (e.g., magnetic resonance imaging [MRI]) in making the

diagnosis?
Can criteria be designed to be used across the life span?
What is the relationship of so-called fetal acohol effects to fetal acohol syndrome?

PP

oo,

One of the key charges to the committee was to review and evaluate the diagnostic criteria for FAS
and related conditions. The committee studied the previous diagnostic criteria and felt that some of the
issues confusing the clinical and research communities could be resolved with fairly minor changes in the
diagnostic categories and criteria.  These new criteria can be found in Table 4- 1.

The diagnostic criteria for FAS as described in the preceding section are found under category 1,
FAS with confirmed maternal acohol exposures. A diagnosis is placed in this category when anomalies are
found in face, brain, and growth, and a clear history of acohol exposure is obtained. The committee
defined relevant prenatal alcohol exposure as a pattern of excessive intake characterized by substantial,
regular intake or heavy episodic drinking. Evidence of this pattern may include frequent episodes of
intoxication, development of tolerance or withdrawal, socid problems related to drinking, legd problems
related to drinking, engaging in physically hazardous behavior while drinking, or acohol-related medical
problems such as hepatic disease. It is anticipated that patients in this category would remain the template
for further delineation of the condition.

Category 2, FAS without confirmed materna alcohol exposure, in Table 4- is assigned to patients
with al the clear phenotypic features necessary for an FAS diagnosis but without a confirmed history of
acohol exposure. Many patients -with FAS are in foster or adoptive placements and their prenatal exposure
histories are unavailable. In other cases, the birth mother honestly cannot recdl the specifics of her acohol
use in gestation or remains in denial of her acohol abuse. It is unfair to deny these patients the clinical
benefits of a medica diagnoss, but it also seems imprudent to combine their cases with those in category 1
when carrying out some forms of research. Therefore, it is recommended that they be grouped separately.

It aso remains theoretically possible that individuals might be found with the full FAS phenotype and
aconfirmed negative history of gestational acohol exposure. (Phenocopies do exist for nearly every
condition.) Although we are not aware that this Situation has arisen yet, such cases should not be considered

in category 2. They do not have FAS.
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Category 3, partial FAS with confirmed maternal acohol exposure, is assigned to patients with a
confirmed exposure to substantial amounts of acohol in gestation, some components of the facial features of
FAS, and any of the following: evidence of growth deficiency, CNS neurodevelopmenta abnormalities, or
a complex pattern of behavioral and cognitive abnormalities. This diagnostic category alows an FAS
diagnosis to be given to someone who would not receive a Category 1 diagnosis, FAS with confirmed
maternal alcohol exposure. This diagnosis could be particularly useful, for example, for some patients who
present for diagnosis as an adult. The natural history of FAS is such that some of the “halmark” indicators
used in infancy or childhood are not maintained into adolescence or adulthood. For example, facia
dysmorphia can become less digtinct. Absent good medical records of dysmorphia or growth retardation at
birth and early infancy, an FAS diagnosis otherwise could not be given without Category 3. This diagnosis
would aso be given to those young children whose growth metrics are within norma ranges, which some
studies suggest can occur if the mother cuts down her acohol exposure in the third trimester. This
diagnosis can also be used as a “holding” category as a means to defer a diagnosis of Category 1, FAS with
confirmed maternal history of acohol exposure, until more data collection or evauation, including
documentation as to whether behaviora and cognitive abnormalities persst over time, can support a more
definitive diagnosis. In the newborn, for example, there is some controversy whether some behavioral
abnormalities, such as abnormalities of state regulation, indicate or predict long-term dysfunction due o
fetal alcohol exposure. In such cases, documentation of abnormalities over time would be important.

The naming of this diagnostic category was challenging for the committee, who found no perfect
solution. The committee intends for this diagnostic category to include people with signs and symptoms
attributable to significant prenatal acohol exposure and who need medical, socia services, and other
attention. “Partial” denotes, to some people, that the condition might not be as severe, which the committee
did not wish to imply. The committee settled on the use of “partid” despite these reservations. This
category, and its name, should remain flexible. As further research reveds the range of the manifestations
of FAS, this diagnosis should evolve to be consonant with new data. This diagnosis can be used to
categorize such patients for future use in studying and understanding the condition.

The term fetal acohol effects (FAE) was initidly proposed (Clarren and Smith, 1978) as a term for
use when an adverse birth outcome could be proven to be related to alcohol exposure in utero. Generally,
this term is properly used in anima models of acohol teratogenesis and in large prospective group studies
of humans exposed to acohol prenatally. The term was not meant for use with individua patients. Terms
such as “suspected fetal acohol effect” and “possible fetal acohol effect” were suggested as entries on
differentia diagnostic lists, but this approach has not been well understood. Later, the term acohol-related
birth defects, was suggested for clinical use with this category of patient (Sokol and Clarren, 1989). This
term presents clinica problems because most patients who seek diagnosis and do not have FAS, but were
acohol-exposed, do not have mgjor malformations of organs; rather, they have evidence of CNS
neurodevelopmental abnormality. The term “birth defects’ generally is understood by most lay people to
refer to gross structural anomalies, athough the March of Dimes defines birth defects as abnormalities of
ether structure or function.

The committee believes that it may be helpful to subdivide this patient group of possible prenatal
alcohol-related effects into two groups listed in the Table 4-1 as categories 4 and 5. Category 4 is reserved
for patients with physical anomalies “alcohol-related birth defects’ (ARBD), and category 5, "alcohol-
related neurodevelopmental disorder” (ARND), is reserved for patients with neurodevelopmenta problems.
These diagnostic categories include clinica conditions for which clinica or anima research has linked
maternal acohol ingestion to an observed outcome. A higtory of confirmed materna alcohol exposure is
required for these diagnoses. The relevant history remains as defined for FAS, but the committee notes that
as further research is completed and as, or if, lower quantities or variable patterns of acohol use are
associated with ARBD or ARND, these patterns of alcohol use should be incorporated into the diagnostic
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criteria. Whereas patients in categories 1, 2 and, 3 are mutudly exclusive, patients could be in both
categories 4 and 5. Individuas in categories 4 and 5 must have documented history of prenata acohol
exposure as described for FAS. Because of the variability in the specific presentation of FAS, ARBD, or
ARND, these diagnoses are most valuable clinicaly if accompanied by a description of the specific
problems experienced at the time by the patient. Only with such data will FAS, ARBD, and ARND, be

better understood .

Conclusons and Recommendations

The committee-revised diagnostic criteria aim to increase clarity, rigor, and consistency by expanding
the traditional designations of fetal alcohol syndrome and other possible alcohol-related effects. The key
recommendations inherent in this new diagnostic scheme include the following:

. preserving the criteria for FAS diagnosis but now specifying whether or not prenatal acohol

exposure is documented;
subdividing the diagnosis of other alcohol-related effects to distinguish physical anomdies from

neurobehavioral and cognitive deficits, which can occur separately; and
adoption and use of the revised criteria for classification and diagnosis by clinica and research

professionas in the field.

Research recommendations  include
. research to evauate the utility, reliability, and validity of this scheme for classification and
diagnosis,
o research, both cross-sectional and longitudinal, to assess the characteristics and clinical
expression of these syndromes across the life span, particularly after adolescence;
investigation of the differences in expresson and specificity of behavioral and cognitive deficits

in FAS and ARND;
research to identify potentia structura or functional brain abnormdities and other

neurobiological indices that may be associated with, or distinguish, FAS, ARBD, or ARND, and to relate

these abnormalities and indices to cognitive and behaviord correlates;
further clinica research, as well as research using anima models, to examine the adverse

developmental effects of prenatal acohol exposure, and to develop more specific biologic markers for
diagnosis (e.g., biomarkers to confirm maternal acohol exposure; endocrine signds, imaging techniques);

and
. consideration of the potentia role of fetal acohol exposure, as appropriate, in developmenta

disability studies in generd.
SURVEILLANCE AND EPIDEMIOLOGY OF FAS
The literature on the epidemiology of FAS and ARBD or ARND is extensve and complicated by
differences in the definition of outcomes in this evolving field. Although prospectively gathered FAS

incidence rates have been published in more than 20 different studies (see Abel and Sokol, 1987, 1991,
Abdl, in press), many of the estimates from the United States are based on high-risk populations living in
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lower-socioeconomic urban areas. Studies that have produced rates, or estimated rates, of the incidence of
FAS have been carried out in a number of countries (see Table 5-1). Thke literature is far from consistent
or conclusve. Various studies reporting the occurrence of FAS range from 0.6 to 3 births per 1,000 in

most populations, with some communities having much higher rates. A limited proportion of mothers who
are very heavy drinkers will have children with FAS (Abd, in pressy, several studies have shown that
within some communities a small number of women give birth to most of the children with FAS. It is vitd
that researchers do more to study and compare the socid and biological characteristics of FAS mothers with

those especialy heavy drinkers who do not have FAS children.
Population-based studies can assist in addressing some of the criticisms mentioned above and may be

useful for comprehensive prevention efforts. The four major population-based studies done in the world to
date were al carried out dmost exclusively in Native American communities in North America.  In these
population-based studies, active and extensive community outreach is carried out for case finding, and dl
children in a particular population are screened for any physica festures (e.g., dysmorphology or low birth
weight), family history, or other background characteristics that might make them candidates for the
diagnosis of FAS or ARBD.

The overal significance of these population-based studies is that they may provide more accurate
prevalence data and could point the way to more vauable information for comprehensive prevention
programs. By not looking only at the prevalence and characteristics of FAS, ARBD, and ARND as
presented in various clinics, population-based studies possess the capability of examining a range of socia
and culturd influences impact upon the rate of these conditions. Such conditions may be readily amenable
to the design of large-scale or intensive preventive efforts.  For example, the rate of maternal risk and the
characterigtics of the socia milieu could help define adequate approaches and targets for prevention and the

magnitude of effort required.
On a nationa level, there are two ways to monitor the impact on public health of alcohol use during

pregnancy by using surveillance or epidemiologic strategies. The two surveillance approaches discussed in

this section involve passive and active methodologies. The advantages and disadvantages of each approach

are presented here, dong with possible solutions to the problems they pose with respect to FAS.  Given the
stated god of reducing FAS, much more attention has to be paid to standardization of data collection,

whatever the strategy for assessment.

Passive Surveillance

Passive surveillance is the strategy generaly used to monitor birth defects. This strategy smply
talies the number of cases of a defined birth defect or syndrome noted on existing documents, such as
medical records, and relates that figure to some population. This is the strategy behind the CDC’s Birth
Defects Monitoring Program, which used hospital discharge data on both live and stillborn newborns to
estimate the incidence of FAS at 2 cases per 10,000 between 1979 and 1992, and 3.7 per 10,000 hirths in

1992 (CDC, 19934).

Advantages and Disadvantages

The advantage of passive survelllance for FAS is that it is directly comparable with the methodologies
used to assess the incidence of other birth defects, allowing a comparison of relaive rates. It alows
monitoring of secular changes and differences by geographic distribution or sociodemographic status, as
well as comparison of the distributions of different kinds of birth defects.
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There are severd disadvantages to this methodology, however, for the surveillance of FAS. A mgjor
problem is the accuracy with which FAS is diagnosed, particularly at birth. This inaccuracy is due to
severa factors: (1) it is difficult to evaluate central nervous system (CNS) status at birth; (2) many
clinicians are not trained to identify FAS; (3) inconsistent criteria are used for case definition; and (4)
clinicians may be reluctant to identify alcohol problems or to label women as having acohol problems.

Clinicians continue to use, somewhat idiosyncratically, a diverse pattern of traits to diagnose FAS
(Clarren and Astley, 1994). There may also be “sdlective’ case finding by physicians who look for
particular malformations among some minority groups compared with others (Chavez et a., 1988). In
addition, the characterigtics that are prominent in FAS and used for diagnosis may differ by age. A survey
reported by Clarren and Astley (1994) demonstrated that while clinicians consider microcephay and growth
retardation to be important parameters in newborns and infants, in older children they are more likely to
consider microcephaly in conjunction with behavioral problems as pathognomonic. A solution would be to
use the standardized criteria for diagnosis presented in Chapter 4 of this report.

Possible Solutions

Passive surveillance as used currently can be improved for FAS surveillance. Improvements could be
made directly by improving passive surveillance of FAS or indirectly by using proxy indicators of FAS.
Clinicians can be educatod to better recognize FAS. However, it is dill likely that biased reporting will
continue to occur, given the negative labeling associated with acohol involvement. It may be difficult to
determine accurately the incidence of FAS a birth, particularly in environments where clinicians are not
well trained, not sengitive to or willing to report the use of acohol among pregnant women, or not willing
to use standardized diagnostic criteria.  Providing a confidential reporting mechanism, separate from the
medica record or birth certificate, would reduce this bias. Even in the presence of these improvements,
however, correct ascertainment of the rate of FAS at birth remains problematic due to the difficulty in
assessing CNS or neurobehaviora abnormalities at this age.

An dternative to monitoring the incidence of FAS at birth is to develop surveillance criteria that
would identify a group of newborns with a high probability of having FAS, for example, newborns with
birth weights below 2 standard deviations for gestational age. Criteria such as birth weight that are
routinely recognized, measured, and noted in the medica record are not subject to clinica judgment. This
strategy was adopted in a study of four American Indian communities where the investigators selected a
group of children who had a birth weight of less than 3,000 grams. These children were referred for
evaluation for FAS if they had poor performance on a developmental screening test or if they had a head
circumference below the 10th percentile; 4 out of 24 suspected cases were confirmed as FAS (Duimstra et
al., 1993).

Data from the Maternd Health Practices and Child Development Project, an ongoing assessment of
the long-term effects of substance use during pregnancy were analyzed for indirect indicators of FAS. This
study is a prospective epidemiologic study of pregnancy outcomes, and one of few that have followed a
cohort from early pregnancy up to the child's tenth year. The women selected for this study represent the
entire spectrum of acohol use, athough the maority were moderate drinkers and moderate users of other
substances. The cohort used for analysis was 742 mother-child dyads. Although these data were collected
as pat of a controlled, prospective epidemiologic study, the data used in the example are representative of
data that could be gathered passively for a survelllance effort.

Surveillance criteria for proxy indicators of FAS were defined as either head circumference, weight.
or height at birth less than the 10th percentile, and the presence of at least one facial anomaly. The facia
anomalies were selected from the list of facial dysmorphic features that are part of FAS.
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Children who had a growth deficit at birth, defined as weight or height or head circumference below
the 10th percentile, combined with the presence of at least one facia anomaly, were significantly more
likely to have been exposed to alcohol prenatally; had significantly lower weight, height, and head
circumference at three and six years;, and scored significantly lower on the composite score of the Stanford-
Binet Intelligence Scale. It was not possible, in this moderately exposed populétion, to estimate the
incidence of FAS, but the strategy may lend itsaf to such estimates if the sample size is large enough.

To establish a relationship between the incidence of cases with the surveillance criteria and the
occurrence of FAS, however, would require replicated investigations using dysmorphologists trained in the
identification of FAS and follow-up of these research cohorts over the first few years to determine the
predictability of the survelllance criteria to the diagnosis.

The advantages of a surveillance program using indirect measures or indicators lie primarily in three
aress. (1) lower cost, because the criteria are adready ascertained and noted in the birth record; (2) more
accurate measurement of the criteria; and (3) elimination of the problem of negative labeling of women by
clinicians.

The disadvantages of this method lie in the genera problem of extrapolating from the surveillance
criteria to the incidence of FAS and include pervasive problems pertaining to the diagnostic abilities of
clinicians, patterns of drinking, and the rates of acohol use and acohol abuse within the populations being
evauated. In addition, a decrease in the prevaence of the indirect marker would not necessarily reflect a

proportionate decrease in the prevaence of FAS.
In passive surveillance--whether direct or indirect measurement is used--it is important to monitor

multiple sources for the detection of cases (e.g., birth and death certificates, Medicaid claims, private
pediatric practice case files) because no one source can identify more than a minority of cases (CDC,

1993h).

Active Surveillance for Fetal Alcohol Syndrome

Active surveillance implies direct collection of data using experimentally driven protocols rather than
using available data such as medical charts. The hallmark of these kinds of protocols is the prospective
epidemiologic study. In this study every case is followed from a predetermined entry point (time A) to a
specificaly defined end point (time B; e.g., birth). There have been few examples of active survelllance
outside the focused research literature. Most of these studies have had small sample sizes; they are far from
representative; and the diagnostic criteria are not consistent (see clinic-based studies in Table 5-1). In
generd, the rates of FAS are higher by an order of magnitude than those estimated from passive
surveillance studies (Abdl, in press, Abel and Sokol, 1987, 1991; May, in press).

Advantages and Disadvantages

As illustrated above, a comparison of the incidence rates generated by active and passive surveillance
demonstrates that active surveillance detects substantially more cases (Klaucke, 1992; May, in press).
Moreover, control over data collection also implies control over data quality. Thus, the diagnoses are more
likely to be valid and rdigble. Because of this, direct and more accurate measurement of the rate of FAS is
possible using active surveillance. Population-based active survelllance can be tailored to characteristics of
the population under study and can be linked more closdy with prevention efforts.

The disadvantages of active survelllance are threefold: (1) it is very expensive to collect data from a
population large enough to yield accurate rates; (2) it is extremely labor intensive; and (3) it is selective, in
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that only women who appear at time A (entry) will be assessed at time B (birth). One report noted a

tenfold difference in costs between active and passive surveillance (Klaucke, 1992). Active surveillance
programs are usudly centered in large cities and within academic and research facilities.  As a result, the
data are likely to be biased and cannot be extrapolated to the general population. Few cases of FAS were
identified in the major prospective epidemiologic studies of materna substance abuse in major U.S. cities,
eg., Sedttle and Pittsburgh.

Just as passive surveillance can be refined by using or including indirect measures that focus on birth
weight for case finding, so too can active surveillance of acohol abuse be used indirectly to measure or at
least approximate the success of prevention efforts. This is because FAS has a known cause--alcohol abuse.
Because FAS, by definition, occurs only among offspring of women who abuse acohol, a logical point for
screening would be alcohol ause. A screen for acohol abuse would yield a low rate of cases but would
identify women who are at high risk of having a baby with FAS, ARBD, or ARND. This type of screening
has two advantages: (1) it identifies the population that is a the highest risk of having a child with FAS,
and (2) it identifies a population that is unquestionably in need of intervention.

The disadvantages of this approach, however, are numerous. (1) the diagnosis of acohol abuse is
often unreliable, (2) the diagnosis of acohol abuse is often avoided by clinicians to preclude labeling
women, and (3) women may not report symptoms of alcohol abuse. The rate of FAS among the offspring
of women who abuse acohol is not known; the few estimates available are relatively low (Abel, in press,
Abe and Sokol, 1987), and the estimates show a varying rate by birth order (Abel, 1988). Thus,
prescreening for alcohol abuse to estimate FAS is problematic.

Similar problems can be seen when we consider measuring drinking or heavy drinking during
pregnancy, athough this is an attractive option, given the opportunities it would present for prevention and
intervention. However, measuring drinking or heavy drinking is time intensve and remains an effort that
few clinicians are trained or willing to make. Drinking, particularly heavy drinking during pregnancy, is a
stigmatized behavior; it is likely to be underreported by women and reported in a biased fashion by

clinicians. Moreover, we do not know how “heavy” heavy drinking must be to result in FAS, ARBD, or
ARND and we may never be able to arrive at a consensus because of the numerous other social, personal,

and biological factors that interact with alcohol consumption to produce FAS, ARBD, and ARND (Abe and
Hannigan, in press).

Feasibility of Surveillance

Surveillance of FAS can be accomplished by actively seeking or ascertaining cases of FAS or by
establishing surveillance criteria for proxy indicators of FAS and monitoring the incidence of cases that
meet those criteria. Some suggestions for doing this have been described above. Given the limitations of
passive surveillance for FAS, it is possibly more efficient to monitor or actively ascertain the incidence of
cases that meet surveillance criteria and then estimate the rate of FAS. This would require research to
vdidate the criteria, to establish the accuracy of their measurement and reporting, and to determine an
appropriate estimation (or “conversion”) factor. Population-based surveillance projects in representative
regions across the country might be useful for providing this “conversion” factor. Given the inadequacy of
passive surveillance for estimating the magnitude nationally of the FAS problem, for indicating success or
failure of prevention efforts, and for identifying FAS children and families in need of clinical, socia, and
educationa services, other approaches need to considered, expanded, and validated.

Conclusions and Recommendations
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The committee concludes that FAS, ARND, and ARBD are .a completely preventable set of birth
defects and nemodevelopmental abnormalities and that FAS is arguably the most common known
nongenetic cause of mental retardation. Further, ARND and ARBD are reported to occur even more
frequently than FAS. Thus, the results of heavy prenatal acohol exposure constitute a mgor public hedth
concern. The committee endorses the efforts of the Centers for Disease Control and Prevention to move
away from passive surveillance methods, which have been unsuccessful in defining the magnitude of this
problem, but recognizes that no nationd basdline is available to judge the impact of public health and other
preventive interventions. The committee encourages CDC’s new efforts to implement active surveillance

strategies in state- and university-based surveys.
However, to address the lack of baseline data and the wide variation of prevaence estimates, for

subpopulations, including ethnic minorities, the committee recommends that

. an interagency plan be developed for a nationa survey to estimate the prevalence and incidence of
FAS, ARND, and ARBD, which could utilize active surveillance techniques (direct or indirect);

: prevaence surveys of FAS, ARND, and ARBD be repeated a periodic intervals,

. data on prevalence of FAS, ARND, and ARBD be integrated with data on the drinking behavior of
pregnant women to improve risk assessment for these disorders;

. improved data collection and surveillance be implemented to identify specificaly children with FAS,
ARND, and ARBD in various socia and educational environments (e.g., maternal and child health block
grant programs, Head Start programs, and Early Intervention and Specia Education Services); and

. when active survelllance dtrategies are employed that identify children with FAS, ARND, or ARBD,
appropriate linkages should be in place among agencies and locd clinics to facilitate treatment.

RESEARCH ON WOMEN'S DRINKING AND ON PREGNANT WOMEN'S DRINKING

Publicity about FAS has undoubtedly increased concern about women’s drinking and vice versa.
However, these two major areas of research have remained relaively isolated from one another. FAS-
oriented research on pregnant women who drink has focused primarily on measuring alcohol consumption
and on identifying women at risk for giving birth to children with FAS, ARBD, or ARND because of their
acohol abuse. Much of this research, however, has paid relatively little attention to psychologica and
socia determinants of maternal drinking behavior. Although surveillance studies have monitored trends in
acohol consumption among women of childbearing age, such surveys are redtricted for the most part to
assessing a few demographic characteristics, and most have serious limitations in their measurement of
acohol use, reproductive history, and potentia predictors of drinking patterns. Studies of pregnant women
have rarely attempted to apply findings from recent research on drinking among women in genera to better
understand influences on pregnant women's drinking behavior.

Although researchers have seen changes in drinking patterns during pregnancy over the years, there is
no substantive evidence of any change in drinking behavior among women who drink more heavily or abuse
acohoal, either in terms of proportions of heavy drinkers at the time of conception or in terms of
consumption levels during pregnancy (Hankin et al.,1993a,b). To learn why some pregnant women
continue to drink at hazardous levels despite factual knowledge about fetal risks, it is vital to understand the
personal and socid-environmenta risk factors that support materna drinking (May, in press, Waterson and
Murray-Lyon, 1990; Weiner et a., 1989). Related research on women's drinking more generaly may
provide some answers for understanding the determinants of pregnant women's drinking behavior.

A shortcoming of current clinic-based studies is that most include relatively small numbers of women

who are heavier drinkers, alcohol abusers, or acohol dependent. Most women drinkers stop or drasticaly
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reduce their drinking when pregnant (Serdula et d., 1991). In one study, for example, only 4.6 percent of
women reported drinking an average of one drink per day by the end of the third trimester of pregnancy,
compared with 44 percent reporting one or more drinks per day before pregnancy (Day et d., 1993).
While this striking reduction in acohol consumption during pregnancy may reduce feta risk, the small
numbers of heavier drinkers in most clinic-based studies, and the limited variation in drinking levels among
pregnant women who do drink, reduce the statistical “power” to detect predictors of materna drinking
behavior.

Another limitation of many clinic-based studies is that most have measured only a few demographic
characterigtics as predictors of maternal drinking and its effects. Few studies of drinking during pregnancy
assess persondlity or socia-environmental variables associated with drinking. Factors such as depression,
low self-esteem, family history of alcoholism, partner drinking, sexual dysfunction, and sexual abuse or
other violent victimization have related to drinking in studies of women in generd (e.g., Miller et d., 1993:
Wilsnack, in press, a,b) and may be predictive of drinking behavior for pregnant women as well. Also
largely unexplored are the dietary behaviors that may affect biological susceptibilities to alcohol’s effects
(Abd and Hannigan, in press). Learning more about such persona, socia, and biological risk factors for
drinking in pregnancy might permit prevention efforts to be targeted more effectively to specific maternal
risk drinkers.

One way to overcome the limitations of smaller and less representative clinical samples is to survey
large representative samples of pregnant women in the general populaion. Because only a small percentage
of women are pregnant a any point, only general population surveys with very large samples will alow
reliable anaysis of drinking correlates among women pregnant a the time of the survey. Unfortunately,
many of the largest nationa alcohol and health surveys (some with samples of more than 40,000
respondents) have not included questions about respondents pregnancy status.

Alcohol consumption patterns among women in the general U.S. population provide a context for
discussing drinking behavior of pregnant women. Approximately 60 percent of adult women in the United
States. drink alcohol at least occasiondly. Of these, the large magority consume small to moderate amounts
of acohol without adverse social, behavioral, or health consequences. Rates of drinking and heavy
drinking tend to be highest among young women and to decline steadily with age. Despite concerns about
an “epidemic” of alcohol problems in women in the 1970s and 1980s (e.g., Fillmore, 1984), rates of
drinking and heavy drinking have been rdatively stable among both women and men, with modest increases
in the 1970s and modest declines since the early 1980s (Midanik and Clark, 1994; Williams and DeBakey,
1992; Wilsnack et a., 1994).

Available data indicate substantidly lower rates of both drinking and heavier drinking among
pregnant women, relative to nonpregnant women of childbearing age. For example, less than 25 percent of
pregnant women reported any use of acohol in the 1989 National Longitudina Survey of Youth (20
percent); the 1988 National Maternal and Infant Health Survey (NMIHS; 21 percent); the 1991 CDC
Behavioral Risk Factors Surveillance Survey (BRFSS; 14 percent); and the 1994 Nationa Ingtitute on Drug
Abuse (NIDA) Pregnancy and Hedth Survey (19 percent). By comparison, the NIDA survey estimates that
20 percent of pregnant woman smcked, 5.5 percent used any illicit drugs, 0.9 percent used crack cocaine,
and 10 percent used psychotherapeutics for medicaly-indicated conditions. Trend data suggest a significant
decline in prenatal alcohol use during the past decade. For example, annua BRFSS surveys conducted in
21 states between 1985 and 1988 found that pregnant women's self-reports of any acohol consumption in
the past month declined from 32 percent to 20 percent over the study period (Serdula et a., 1991).

Although definitions of heavy drinking vary across studies, rates tend to be very low regardless of the
definition used. For example, data from the 1991 BRFSS survey shows that 2 percent of all women of
child-bearing age but only 0.3 percent of pregnant women reported drinking 60 or more drinks during the
preceding month and 21 percent of al women of child-bearing age but only 1.3 percent of pregnant women
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reported binge drinking (five or more drinks on at least one occasion) during the preceding month (Centers
for Disease Control and Prevention, 1994). Although 45 percent of the respondents to the 1988 NMIHS
survey reported drinking acohol during the 3 months before they learned of their pregnancy, 21 percent
drank after they learned of their pregnancy, 0.6 percent had six or more drinks per week during pregnancy,
and 0.2 percent reported average consumption of two or more drinks per day (Centers for Disease Contral,
1995). In four states collaborating in a Pregnancy Risk Assessment Monitoring System (PRAMYS) in 1988-
1989, proportions of pregnant women reporting consumption of 14 or more drinks per week ranged from
0.03 percent to 0.13 percent (Bruce et al., 1993). Although these percentages are small in relative terms,
the large absolute numbers of women who continue to engage in heavy and hazardous drinking throughout
pregnancy make it imperative to understand the persona and socia factors that make women more likely to
continue drinking heavily during pregnancy.

Correlates of drinking in early pregnancy are similar to those for women of childbearing age in
generd. This is because women often don’'t know they are pregnant until a month or two has passed. They
therefore engage in their customary drinking habits early in pregnancy. The correlates include being
Caucasian, older, and more educated (Streissguth et al., 1991). Although a number of studies compare
correlates of drinking behavior in earlier versus later stages of pregnancy, little attention has been given to
correlates of firgt-trimester drinking before and after pregnancy is confirmed: Do women who change their
drinking patterns immediately upon learning of, or suspecting, pregnancy differ from women who change

their drinking behavior more gradualy?
Older pregnant women in some nationd samples were more likely than younger pregnant women to

report drinking (Centers for Disease Control and Prevention, 1995; Nationa Ingtitute on Drug Abuse, 1994,
Serdula et al., 1991), but the percentage of women over 25 years of age who drank during pregnancy has
decreased between 1985 and 1988 to that of women 18 to 24 years of age. The NMIHS, a survey of
women who gave birth in 1988, suggests that women who drink while pregnant are more likely to be white,
more educated, of a higher income level, married, or smokers (Centers for Disease Control and Prevention,
1995). That same survey showed that heavy drinking while pregnant was more prevaent among women
who were more than 35 years of age, non-white, and unmarried. Other factors associated with heavy
drinking in these pregnant women were low annual household income and no prenatad care. Other studies
tend to support that genera profile of pregnant women who drink (Day et d., 1993; Waterson and Murray-
Lyon, 1990). Correlates of continued drinking during pregnancy despite information on the risks and
referrd for intervention include onset of drinking behaviors at a young age, heavy drinking on the part of
parents and siblings (especidly femae reatives), evidence of acohol-related physica problems, and

qualifying for a diagnosis of acohol dependence (Smith et a., 1987)

Conclusons and Recommendations

The committee concludes that clinic-based studies of pregnant women have included only a limited
range of biologic and psychosocial variables as possible risk factors for drinking in pregnancy.
Furthermore, most large nationd hedth surveys contain inadequate data on women's drinking or pregnancy
status. The lack of such data severely limits the ability to predict which women are most likely to engage
in high-risk drinking during pregnancy or to give birth to a child with FAS, ARND, or ARBD. Therefore,
the committee recommends specia attention to the following research questions and issues:

. expand studies of pregnant women, where possible, to include measurement of psychological, social-
environmental, dietary, and other factors that may influence women's drinking behavior or feta outcome;
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. inclusion of questions regarding acohol consumption and pregnancy status in appropriate future
national health surveys,
. standardization of questions added to hedlth surveys regarding the quantity, frequency, and variability

of acohol consumption so as to permit comparisons across multipls surveys,
J studies focused on protective factors that may decrease women's drinking or prevent fetal injury from

alcohol  consumption;
. studies of women who have successfully stopped heavy or abusive drinking; and

° continued and increased epidemiologica study of women's drinking patterns, including efforts to
maximize the vaidity of self-report measures, efforts which should include the use, when possible and

appropriate, of a biomarker for alcohol exposure.

PREVENTION

Alcohal is a lega drug consumed by many people, but its abuse carries heavy costs-for the
individua and for society-apart from costs associated with FAS. Many people who abuse acohol do not
get the help they need, either because they do not have access to the hedth care or socid services system or
because some hedlth care or socid services professonas are uncomfortable talking with patients about
substance abuse problems.

The prevention of FAS, ARBD, and ARND requires a comprehensive program encompassing a
variety of approaches. Because prenatal acohol exposure most likely is associated with a spectrum of
effects ranging from negligible to severe, a number of different drinking patterns with various
characteristics and etiologies need to be addressed.

The committee found it helpful to think about and analyze the prevention of FAS and related
problems within a conceptud framework. Two structures were conddered by the committee-the classic
framework of primary, secondary, and tertiary prevention (IOM, 1991) and a framework developed by the
IOM Committee on Prevention of Mental Disorders (IOM, 1994). In more classica terms, primary
prevention refers to a focus on healthy persons and seeks to avoid the onset of disease processes.

Secondary prevention involves early detection and treatment of persons with early or asymptomatic disease,

and tertiary prevention concentrates on arresting the progression of a condition and on preventing or
limiting additionad impairment. The committee decided to use the latter framework (IOM, 1994), which

describes a spectrum of seven levels of intervention, as a more appropriate tool, with some adaptation, to
discuss prevention of FAS, ARBD, and ARND. The hallmark of this framework is that one enters into the
continuum of interventions in a manner proportiona to the certainty and severity of the risk involved. That
is, the intervention becomes more specific and intensive as the risk is defined less by generd population
characteristics and more by individual characteristics.

The mode adapted by the IOM Committee on Prevention of Menta Disorders (IOM, 1994) was
originally described by Gordon (1983, 1987). It includes a broad spectrum of prevention measures (see
Figure 7-1). The model also illustrates two related components-treatment and maintenance. Prevention
activities vary from population-wide programs to efforts aimed at an individual at high risk. Prevention is
divided into three levels (universal, selective, and indicated), treatment into two (case identification and
standard treatment for known disorders), and maintenance into two (compliance with long-term treatment
and aftercare). The model developed by the IOM in 1994 required dight modifications for applicability to
FAS, but the genera concepts remain the same (see Figure 7-1). The committee to study fetal acohol
syndrome also stresses that core research in fields such as biomedicine, behaviora and soual suenc&e and
epidemiology support, inform, and are vital to research in FAS prevention.. ton o
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"' Because significant people in the life of a woman can play a crucid role in encouraging a heathy
pregnancy or, unfortunately, encouraging unheglthy practices, the committee took a family-oriented
approach to prevention. Clearly, a woman’s partner and her community are appropriate targets for
preventive interventions and subjects for preventive intervention research. After the birth of an FAS child,
there are two targets for intervention-the mother and the child. Each of them is a patient in need of care;
each is a target for treatment and maintenance as well as for prevention of problems in future pregnancies.

Universal prevention attempts to promote the hedth and well-being of al individuals in society or of
a particular community. Universal preventive interventions are those targeted to the genera public or to an
entire population group that has not been identified on the basis of individual risk. Selective preventive
interventions are targeted to individuals or a subgroup of the population, whose risk of developing the
condition is significantly higher than others by virtue of belonging to that subgroup. There is no assessment
of individual risk in selective preventive interventions. Indicated preventive interventions are targeted to
someone based on individua risk-factors, not on the basis of belonging to a population. Special
congderations related to FAS necessitated some modification of this definition. That is, athough preventive
interventions are generaly thought of as stopping short of treatment interventions, when thinking about a
comprehensive prevention program for FAS, ARBD, and ARND, it is clear that treatment of acohol
problems in women (and their partners) is an appropriate indicated preventive intervention for the fetus
being carried by the woman, as well as for children who might subsequently be concelved and borne by
her.
Universal prevention gtrives to ensure that al members of society understand that drinking acohol
can have hazardous conseguences, and it promotes and supports positive, broadly shared attitudes and
beliefs to protect the individual from harm due to alcohol consumption. Universa prevention of FAS
further strives to ensure that al members of society understand that drinking during pregnancy can have
hazardous consequences. One of the basic techniques used in universa prevention is public education.
Televison advertisements, public service announcements, pamphlets, posters, and the like, which serve to
educate the public about the risks of heavy drinking and to encourage responsible drinking are universa
preventive interventions that indirectly encourage responsible use of alcohol during pregnancy. Universal
prevention could aso involve changes to the socia environment. Male partners and extended family
‘members could play vita roles, as could peer groups (Wilsnack and Beckman, 1984; Wilsnack et d., 1991)
and hedlth care providers.

No universaly safe level of acohol consumption has been identified for pregnant women. Current
data from many sources suggest that approximately 20 percent of pregnant women drink alcohol a some
level during pregnancy (Centers for Disease Control and Prevention, 1995; NIDA, 1994; Serdula, 1991).
The vast mgjority of the babies born to these women show no overt signs of damage. At present, there is
uncertainty whether minima acohol intake during pregnancy could be associated with any degree of injury
to the baby.

Whether or not further research clarifies the putative relation between low to moderate levels of
acohol during pregnancy and adverse birth outcomes, the universal prevention message for FAS is a
conservative one that encourages abstinence prior to conception and throughout pregnancy as the safest
dternative. This was articulated by the Surgeon Genera in 1981 (U.S. Public Health Service, 1981). If
further research demonstrates a causa relation between ‘low or moderate levels of acohol consumption and
less severe or complete manifestations of neurobehaviora damage than seen in FAS, ARBD, or ARND, as
has been hypothesized, then this most conservative message of total abstinence will have been wise and

reasonable.
An obvious example of a universal preventive intervention specific to FAS is warning labels on

) aléoholic beverages or similar signs posted in restaurants or bars. There are little data to suggest that these
measures have decreased FAS, ARBD, or ARND.
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Health care providers can and should engage in universal preventive interventions. Visits to family
practitioners and to obstetrician gynecologists offer the opportunity for brief messages about the importance
of responsible acohol use and for providing general information about the risks of acohol to the fetus.

More targeted messages and questioning would depend on whether tke woman drinks and is pregnant.

Universal interventions seem to have increased the generd knowledge of FAS and related problems.
Many women cut down their consumption of acohol while pregnant (Serdula et al., 1991). Some pregnant
women do not drink smply because the state of pregnancy decreases the paatability of acohol for them.
However, it is likely that increasing awareness of FAS and risks to the fetus have contributed to the
decreases. Nevertheless, those same data indicate that women who drink heavily do not cut down their
consumption of acohol while pregnant. It is these women who are at risk for giving birth to an FAS child.

Selective preventive interventions are targeted to people who are at greater risk for a particular
outcome because they are members of a subgroup known to be a higher risk than the genera population.
These interventions involve different levels of targeting and intensity compared to universd preventive
interventions. Targets of selective prevention for FAS, ARBD, and ARND include women who drink
acohol and are in the reproductive age range.

The epidemiologic literature related to FAS clearly identifies severa risk factors for giving birth to an
FAS child. Firgt, and most obvioudly, is consumption while pregnant of large quantities of acohol-either
continuoudy or in risky patterns, such as bingeing. For those women who had a baby with FAS and for
whom acohol consumption is known, the levels, pattern, and frequency of acohol consumed have typicaly
been high.

The partners of women who drink could be included in sdective prevention activities as well. In
contrast to the attention devoted to the influence of maternal factors on pregnancy outcome, data on the
possible role of paterna factors are sparse. The important social, psychological, and behavioraly
supportive role that the mae partner plays in a hedthy pregnancy is well established and cannot be
emphasized too strongly. However, the possible biophysiologica contribution of paternal acohol
consumption to an adverse pregnancy outcome is not well understood. However, since many women who
are at high risk for FAS are unmarried, in very unstable relationships, or both, it is important to tailor
interventions to these stuations. Contracts with other significant persons or with an entire at-risk
community might be useful including extended family, influentid peers, and possibly bartenders. Family-
and community-wide pledges related to drinking during pregnancy have been used by some Native
American communities. These gpproaches seem to have promise for some communities but have not been
eva uated.

Hedlth care providers should be encouraged and educated about the risk factors for FAS and should
be trained to appropriately question women about their drinking and contraceptive histories. If a woman
drinks dcohol and has other risk factors for FAS, hedth care providers should deliver selective preventive
interventions, and this requires training and preparation.

Severd screening tools are available to help identify women who potentialy have acohol abuse
problems. Someone who is likely to be an acohol abuser as indicated by screening should undergo a more
thorough assessment of her alcoho! use. Relevant information would include, for example, quantity,
frequency, pattern of acohol use, and level of dependence. (See Illustration 7-5 for an example of a
screening tool.) The purpose of screening is to identify health problems or risks in time for intervention to
prevent serious conseguences such as FAS.

Given the limits of self-reports of alcohol use in many circumstances, an efficient, nonintrusive,
valid, and inexpensive biologic marker of alcohol use would be an important tool for accurate screening and
diagnosis of women abusing acohol. Moreover, the availability of biomarkers might lead to earlier. :
interventions for preventing FAS, serve as an indicator for evaluating FAS prevention outcomes, help
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identify instances of maternal under-reporting of acohol use, and facilitate research on possible dose-
response relations between acohol exposure and adverse hedlth effects, including FAS, ARBD, and ARND.

Although research continues to search for an idea biomarker of acohol exposure, no satisfactory
laboratory test currently exists. To date, Gamma glutanmyl transferase (GGT), acetaddehyde adducts, and
carbohydratedeficient transferrin (CDT) markers lead ihe way in providing a rather specific and sengtive
test for detecting acohol consumption and/or abuse. A biomarker for acohol abuse, however, would not
be a subgtitute for a health care provider's verba assessment of acohol use by at-risk women. Such
interaction can sometimes be the first step in developing a supportive relationship that could be crucid to
the woman’s progress in achieving abstinence or, at least, moderation.

Counsdling about drinking during pregnancy at routine prenatal visits can lead to decreases in acohol
use during pregnancy (Rosen et a., 1981). One particular program was oriented toward positive
messages-stressing the increased likelihood of a hedthy baby if the woman quit or decreased drinking, and
improving the woman's sdf-esteem. Counsdlors dso made referrals to speciaized treatment programs and
community agencies. In another project in which counsdling and referrals were offered to pregnant women,
compared to those who stopped drinking women who drank throughout pregnancy reported having started
drinking a a younger age, were more likely to report heavy drinking on the part of their parents and
shlings (especidly their female relatives), had more evidence of acohol-related physica problems, and
were more likely to qualify for a diagnosis of acohol dependence.

A pregnant woman who scores positive on a brief screening and has other risk factors should be
educated about FAS. This education should be more specific or more involved than that delivered routinely
to every pregnant woman. Following a more detailed assessment of risk, interventions should be planned.
These interventions will range, as appropriate, from brief interventions to intensive treatment for acohol
dependence. In generd, the strength of the intervention should be proportiona to the level of risk.

indicated preventive interventions are targeted to high-risk individuals who are identified as having
minima but detectable signs or symptoms foreshadowing a condition or who have biologica markers
indicating predisposition (IOM, 1994). At present, the only biologic marker to identify an individua
woman at high risk for giving birth to an FAS baby is having dready given birth to an FAS child (May, in
press). There is no prenatd test of fetal damage from acohol that could be used to indicate a mother who
should be aggressively trested to prevent further damage to the child. FAS studies consistently report that
women who have had one definite FAS child, and who continue to drink, have progressvely more severely
affected children with subsequent pregnancies (Abel, 1988; Davis and Lipson, 1984; May et a., 1983).

The committee therefore considers the target for indicated preventive interventions to be a woman
who abuses dcohol, including engaging in occasona binge drinking, while pregnant or a risk for being
pregnant, particularly a pregnant or preconceptional woman who drinks acohol and has aready given birth
to a child with FAS, ARBD, or ARND. As with sdlective interventions, the committee would also include
interventions aimed at the partner, significant friends, or family members of a woman who fits the profile
just described. Indicated prevention of FAS includes acohol abuse treatment for a pregnant woman or for a
woman highly likely to become pregnant. The committee identified little controlled research into the most
effective ways to treat pregnant women who drink.

Indicated prevention can be promoted through intensive professona education (Bowen and Sammons,
1988; Davis and Frost, 1984; Little et d., 1981. Because, in many cases, women do not seek obstetric or
gynecologic services until delivery, any hedth care provider who comes in contact with women who abuse
acohol should consider brief intervention thergpies and referra to more formal acohol abuse treatment, if
appropriate, and counsel her whether pregnancy is advisable.

The type and intensity of a prevention intervention should be appropriate to the risk involved; thus
intensive action should be consdered for a woman who has given birth to a diagnosed FAS child. In these
cases, because of possible stigmatization of the mother or the child, as discussed in other sections of this
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report, diagnoses should be assigned conservatively by qualified dysmorphologists or clinicians skilled in
the diagnosis of FAS. However, once a verified case of FAS has been identified, aggressive measures must
be taken to reduce the impairment and disability that might axumulate with successive pregnancies and
congtitute a heavy burden on society and on the woman's hedlth and well-being.

For the comparatively small group of women who continue to abuse acohol during pregnancy,
forma treatment of acohol dependence may be needed. There are a number of descriptions of
comprehensive clinica treatment for pregnant acohol-dependent women (Finkelstein, 1993; Jessup and
Green, 1987; Rosett and Weiner, 1981). The treatment programs described are typicaly broad, multimodal
interventions that are intended to address the complex problems exhibited by this population. Thus,
recommended treatmenrs usually encompass medical and obstetric services, as well as acohol and drug
abuse services in the form of individua or group counseling, family therapy, referral to sdf-help groups,
education about acohol effects, parenting skills training, and case management. As mentioned earlier in
this report, however, systematic data collection on characteristics of women who abuse acohol during
pregnancy has been rare.  Thus, trestment programs for pregnant acohol abusers have been based primarily
on the availability of services and on clinica judgment, and in the relative absence of empirica data that
could inform the conceptuaization and development of treatments targeted to address the specific problems
of this population.

Equally as important as getting a pregnant women who abuses dcohol to stop drinking is to keep her
abuse under control. This is vita to improve her hedth and well-being as well as to prevent the birth of a
child with FAS. The literature in recent years suggest that an effective way to help acohol-abusing women
who had FAS children is through intensive case management (Bacon, 1988; Davis and Frost, 1983; Masis
and May, 1991; Rosett and Weiner, 1981; Weiner et al., 1989). Continuation of care into the post-partum
period achieves or facilitates many gods. For example, this can iminate the presence of dcohol in breast
milk. It is standard medica advice that women who are breast-feeding not drink, which could further
expose the infant to acohol. Case management of women who have had one or more FAS children can
help protect againgt further FAS children; help maintain better hedlth status; coordinate substance abuse care
throughout various ingtitutions and agencies; and tailor care to specific social and medical needs of the
woman, her family, and her children. Case management involves al members of the extended family and
should include enlisting the positive action of the male partner. Children benefit from such efforts, too.
Often children of FAS-producing mothers are in foster placement because of neglect or abuse. A mgor
motivator for maintenance and aftercare is to improve the social and health status of the mother so that she

can regain or retain custody of her children.

Recommendations

. The committee recommends that until such time as clear dose-response relationships are
established, pregnant women and those abour 1o become pregnant be counseled to avoid acohol

consumption throughout pregnancy.
. The committee recommends grestly increased attention among sponsors of prevention

initiatives, independent of the target population, to evauating the effectiveness of programs implemented.

This recommendation applies to al levels of prevention interventions.
The committee recommends that research efforts include comparisons of prevention methods at

adl levels in order to provide information to policy makers about relative costs and benefits.

Indicated Prevention Interventions
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. The committee recommends that a high priority be placed on research efforts to design,
implement, and evaluate prevention interventions that can effectively guide pregnant women who drink
heavily to acohol treatment. Research or programs should also include:

« implementation of appropriate screening tools, including biomarkers of acohol exposure, to

identify women who are drinking moderate to heavy amounts of alcohol during pregnancy;
« assessment of methods to involve women's partners and family members in interventions to

decrease or stop drinking;
« incorporation of comprehensive reproductive counseling and contraceptive services in

prevention and treatment programs for substance-abusing women;
« assessment of the effectiveness and economic benefits of protocols for case management and
follow-up of women, and of their families, who have given birth to a child affected by fetal acohol

Exposure;
« development of training programs for professonas in the identification of heavy drinking,

and referral to appropriate regiona centers or prevention services,
« Use of multiple outcome measures to assess the effectiveness of prevention initiatives, and
o basic research in animal models to elucidate further the mechanisms of acohol teratogeness,

which might lead to pharmacologic or other strategies for amelioration of the effects of acohol exposure in
utero.

SHective Prevention Inteorventions
The committee recommends increased research efforts to design, implement, and evauate

SHective prevention interventions to decrease risks of FAS, ARND, and ARBD through programs aimed
toward women who are pregnant or may become pregnant, and who drink alcohol. Designing such
interventions will be aided by further research assessing the contribution of persond and socio-
environmental risk and protective factors that affect levels of drinking by women during pregnaricy.

. Where the utility of specific intervention programs has been established, the committee
recommends broad implementation of successful prevention interventions. Programs developed or studied
should include the following:

. specific demographic groups that have been demonstrated to be a higher risk for FAS,
ARBD, and ARND, as wedll as those who exhibit risk factors associated with moderate to heavy acohol

consumption during pregnancy;
implementation of prevention efforts in a wide range of communities and media;

Universal Prevention Interventions
The committee recommends that athough data are insufficient regarding the effectiveness of

universal prevention interventions, such interventions should be continued to raise awareness about the risks
of FAS, ARBD, and ARND. However, the most important approach to universal prevention is probably
the development of a medica environment in which concepts of the risk of FAS, ARBD, and ARND are
incorporated into routine health care. Further education efforts to reach children and adults about FAS,
ARBD, and ARND through health educationa curricula and other means are recommended.

THE AFFECTED INDIVIDUAL

!

... Fetal alcabol syndrome (FAS), alcohol-related birth defects (ARBD), and alcohol-related ]
neurodevelopmental disorder (ARND) are rarely diagnosed. Similarly, athough developmental problems in
children have been demonstrated through prospective studies to be associated ,with ‘maternal substance use
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(Streissguth et a., 1993), these problems are often not acknowledged except in the most extreme cases. As
a result, many affected individuals do not receive correct diagnosis or treatment for their alcohol-related
disabilities. There has been a curious lack of enthusiasm for targeted efforts directed at the prevention of
secondary disabilities.

Origindly, it was not clear which factors produced these poor developmental outcomes--whether, that
is, the observed problems resulted from damage to the nervous system or from poor caregiving. However,
there are now convergent data from long-term clinica studies of individuals with FAS gathered from
number of different populations arguing that outcome can be predicted most effectively by examining the
interaction between severity of biological insult (operationally defined as dysmorphia) and environmental
risk (operationally defined as caregiving instability and abuse or neglect). In studies of high-risk children in
general, poor socid and caregiving environments exacerbate negative outcomes, whereas middle-class socia
status (Aylward, 1992) and well-designed early intervention (Bryant and Ramey, 1987) ameliorate these
negative effects. However, few systematic attempts have been made to intervene with acohol-affected
children to test the possibility that such strategies would be effective in producing more positive outcomes.

When considered, the view that intervention may not be useful in children affected by acohol seems
odd, because it is inconsistent with the attitude taken toward other groups of high-risk and disabled
children, who are the focus of many early intervention and specia educeation efforts (Meisels and Shonkoff,

1990).

In understanding how to meet the needs of individuals with FAS, it is first necessary to describe the
behaviora characterigtics of affected children as well as the social environment in which many affected
children live. Information about affected children is derived mainly from two sources. (1) retrospective and
clinical studies of clinicaly referred children with FAS and fztal alcohol effects, and (2) prospective
research studies of children exposed to alcohol in utero due to materna drinking. In most such prospective
studies, maternal drinking is in the light to moderate range, with only a few women drinking in the heavy
range. As a result, most of the children in these prospective studies are not dysmorphic and would not,
therefore, qualify for a diagnosis of FAS, athough in some cases they may have milder effects that are
observable through focused testing or the Statistical andysis of group data.

On average, individuas with the full syndrome are mildly mentally retarded, with 1Q scores in the
60s (Streissguth, 1986). However, there is wide variability in presentation. Individuals with partia FAS,
ARBD, or ARND often have 1Q scores in the “borderling’ range (i.e., 70 to 85), and are frequently
described in the scientific literature and popular press as having “norma” intelligence. In fact, having
intellectua abilities in this range can be very disabling socidly and adaptively, particularly if accompanied
by the other kinds of problems often found in children growing up in dcoholic families (Brown, 1991,
Sher, 1991).

Behavioral deficits have been described by many clinicians. While such patterns are often reported to
be characteristic of affected individuals, they are not always seen. Even some dysmorphic children do not
show al of these traits (Coles et a., 1994a,b), and in prospectively followed samples of moderately
exposed children, few such problems may be seen (N. Day, persona communication, 1994; Greene et d.,
1991; Boyd et al., 1991). Because of the nature of the developmental process, the behavioral, as well as
the physical, manifestations of the teratogenic effect can change over time. Such gpparent inconsistencies
make diagnosis and treatment difficult and often lead observers to suggest that effects are unrelated to
prenatal exposure. However, a better understanding of the meaning of the presentation of behaviora
symptoms may aso provide a key to their nature.

It is frequently difficult in the newborn period to diagnose FAS or ARND because of the lack of
development of specific facial features that are often thought to be more recognizable during the preschool -
period. Trained observers can identify both the facia features and the behavioral signs associated with
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prenatal alcoholevposure during this period. Behavioral patterns characteristic of alcohol-exposed neonates
are often thosc associated with withdrawa from a CNS depressant.

Fewer studies have examined effects in the first two years of life and, often. there have been no
effects demonstrated, particularly in samples of children without the full syndrome. Growth measures, the
metrics of which are more direct and precise than those of behavior, have been found to withstand stetistical
manipulations su:Ticiently to allow identification of effects of moderate exposure. Only children who are
clearly affected (@ 2., dysmorphic or growth retarded) or those who are participating in well-controlled
prospective studiesiJacobson et a., 1993) have shown effects on globa developmental tests during this
period.
In contrast. uhen FAS is identified as clinicaly significant in infancy and babies are followed
medicdly, thereare @ number of characteristic problems associated with fetal alcohol exposure, including
failure to thriv e (ofien associated with feeding difficulties), delays in development, motor dysfunction, otitis
media, and cardiac problems.  Unfortunately, clinicaly referred children are often victims of abuse and
neglect as wellas prenatal exposure and, for that reason, may also suffer from behaviora problems
associated withthose conditions (e.g., reactive attachment disorder [American Psychiatric Association,
1994] or the behavioral effects of stress), and it can be difficult to discriminate one behavioral effect from
another. particulariy among individual children in a clinical setting (Zeanah et a., 1993). There are
relatively few swcies of the pre-school perlod in prospectively followed alcohal- exposed children. In
clinically identitied yroups, presentation varies, depending on the child's caregiving environment, as well as
other factors. Ci:idren of this age have been described both as lively, friendly, and socially interested and
also as exhibiting nvperactivity, ADHD, language dysfunction, perceptual problems, and behavioral
disturbances.

Whendeseriptions of clinical samples of acohol-affected children’s language problems are examined,
there is an apparcat discrepancy between the child's vocabulary and fluency and the genera ability to

communicate cftetively.  Difficulties appear to involve comprehension and socid discourse or the

pragmarics of speech.
At schoolaze, clinicdly referred, affected children are described as unable to sit till in class and pay

attention to schoo! work. They are said to find it difficult to deal with multiple sensory inputs, particularly
auditory information, and to show significant difficulties in peer relationships and to “lack remorse,” to fall
to learn from mistakes, to lack judgment, to be unusualy aggressive, and to be unable to maintain
friendships. There is no research-based information available on social and emotiond status or other
aspects of develepment in these children.  In prospective studies it is at school age that deficits in cognitive
performance beyrnto appear reliably (Coleset al., 1991a,b; Nanson and Hiscock, 1990), and these have
been found cvenin the absence of physica dysmorphia (Day, personad communication, February 1995;

Streissguth et al..i 990).
There arctzw studies of older school-aged children who have been exposed to acohol. The only

prospective study-f mild to moderately exposed children withour dysmorphia who were followed into later
childhood foundt:at measures of “binge” drinking (more than five drinks per occasion) during pregnancy
were mogt highlyrelated to later academic difficulties. These children were described by teachers as
distractable, restlcss, and lacking in persistence in contrast to other children in the sample. They were also
identified as having problems with processing and reasoning.

In clinical :opulations, adolescents and young adults with FAS are considered to have significant
deficitsin inteihyence, learning, academic achievement, and-more particularly-in social behavior.
Adaptive behavior and socia judgment were more impaired than intellectual functioning In addition, there
are grounds tor concern that these youth are at much greater risk for substance abuse than others of this age
due to familial exposure and potential effects of their prenatal exposure.
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There are little data on adults with FAS. Thus, there is no information about longevity, sexuality,
parenting, vulnerability to disease or menta illness, or other data that would be valuable in planning for
these individuals. Anecdotal information suggests that the prognosis is poor and includes a higher risk for
substance abuse, crimind behavior, deteriorating mental hedlth, and similar problems. However, it is
unwise to generdize from such fragmentary information.

For the clinician, as well as the research scientist, there are several important questions that must be
answered in order to plan interventions with individuas with FAS, partid FAS and ARND. The first
question is whether there are discernible patterns in the development of prenatally exposed children. A
review of existing information about the development of these children suggests the following conclusions:
The data base is limited, Thereisa great deal of variability in outcome, Early identification is possible in
some cases, Effects of prenatal exposure appear to become more significant later in the child s
devel opment, perhaps due to the nature of a disorder that may affect behaviors associated with more mature

social functioning.
The second significant question is whether developmental problems seen in acohol-exposed children

should be attributed solely to the effects of the teratogen on neurologica functioning, solely to the effects of
environmental factors such as socia class and dysfunctiona families, or to some combination of the two.
At present, there is no easy answer to this question. The socia and environmenta factors that may affect
their development have not been adequately investigated. Anecdotal evidence suggests that children
with FAS, ARBD or ARND are more likely to have negative caregiving environments than are typica
children or children with other disabilities. The first risk for these children is loss of their biologica
parents. Clinical observation also suggests that children with FAS or possible acohol-related effects often
come to the attention of protective service agencies and frequently may enter foster care or be placed for
adoption (Table 8- 1).

It is not clear that the behaviors reportedly shown by acohol-affected individuals are different from
those shown by other persons who are mentaly retarded, have specific learning disabilities, aré diagnosed
with ADHD, or have been reared in dysfunctional families. It is currently unknown whether the behavior
problems reported in children and adolescents (Spohr et a., 1993; Streissguth et a., 1991) with FAS are
specific to this group or are common to individuals with complex intellectua deficits.

Although in some cases the prenatal exposure may have had permanent effects, it still might be
possible to avoid the development of secondary disabilities in these individuas by early identification and

appropriate treatment over the life span. There is no systematically compiled information available
describing the number that receive services or the kinds of services received by individuals with FAS or

other alcohol-related deficits. Some, athough not dl, acohol-affected children qualify for existing early
intervention and specia education services. At the present time, there are no empirical studies available of
the effects of educationa intervention, either generalized (the standard services offered to al qudifying
children) or specific (programs specificaly designed for those with FAS or ARBD), on acohol-affected
children. Faced with a lack of published information about teaching methods and the effectiveness of
treatment for acohol-exposed children, some teachers and parents have turned to the “wisdom of practice’.
However, to determine whether they are more or less effective with children with fetal acohol effects,

evauaion of methods and programs will be required.
In addition to medica and educationa interventions directed at affected individuas, other strategies

have been considered to improve outcomes for acohol-affected children and adults. Because the child is
: being reared within a family, whether the biological family or an adopiive'or foster family, intervention for
i the prevention of secondary disabilities in acohol-affected children must address the needs of the family as
-well. In deding with both families who have produced a child with FAS and those caring for ihese children
in foster or adoptive situations, it is necessary to examine the extent of coping abilities. Parenting education
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can be ‘an effective adjunct to other treatments and educationa interventions. Support groups have been
formed in a number of states, but their effectiveness has not yet been evauated.

Although many providers are willing to serve children with FAS, sometimes it is difficult to identify
individuals accurately. At present, there are no universaly applied diagnostic criteria or instrument(s) for
the diagnosis of FAS, ARBD, and ARND. Another problem is related to the young child’'s characteristics
and the problem of measurement. From infancy through early school age, cognitive deficits are usualy
“mild” and motor deficits are relatively subtle compared to those usualy trested in early intervention
programs. Generaly, to receive therapeutic services, children must meet state or didtrict criteria, which
usudly involve standardized testing. Often, to receive services, infants and preschool children must score
less than 70 (2 standard deviations [SD] below the mean) on a standardized test in at least one area of
functioning (usually cognitive, motor, or language development) or, in some cases 1.5 SD in two aress.
Because acohol-exposed infants may not score in this deficit range during the first year, many do not
qualify for services during that time. However, children with other conditions associated with later deficits
(e.g., Down syndrome) may not dways score in the deficit range during the first year due to the problem of
measurement associated with infant tests. Because the prognosis for children with Down syndrome is well
known, however, such children are usually not denied services.

Conclusons and Recommendations

The committee concludes that there are no specific programs to treat children with FAS, ARBD, or
ARND, and other efforts to prevent secondary disability in these children are insufficient and inadequate.
Given the known vaue of early intervention, however, it is important to identify children with FAS,

ARBD, or ARND as early as possible. Thus, in the committee’s view, action to bring needed programs
and efforts to an acceptable level must proceed on a number of fronts. For example, as pointed out in other
chapters, there is a critical need for more consistent diagnostic criteria and better surveillance. Application
of these criteria requires the availability of well-trained professionals in social services, education, and
hedth care, as well as those charged with developing policies that impact services for specid children. The
committee, therefore, recommends the following actions to address these needs:’

Clusters of high-quality diagnostic and treatment services should be available localy and regionaly.
. Programs that offer training of professionals and that serve as resource centers for schools and
medical clinics should be established.

. Programs serving children with FAS, ARND, or ARBD should meet the specia, complex needs of
such children, including consideration of the families involved and increased availability of parenting
training for caretakers (birth parents, foster parents, and adoptive parents). .

. Community outreach programs should be available to establish appropriate lines of communication
with clinicians, judges, police, psychologists, teachers, and both birth and adoptive/foster parents.

. Educationa materias should be developed for professonals who ded with school-age children to
increase their awareness of FAS, ARND, or ARBD as a potentia cause of ADHD-like behaviors, including
hyperactivity, and to facilitate their referra of such children to other appropriate or needed services. -
J Ways should. be developed to address the issues of confldentlatlty that aoply to |dent|fy| ng and

treatlng children exposed to acohol (or other substances) in utero.
e = . Clinicd practlce gwdelln& should be developed for foIIow-up and treatment of chlldren W|th FAS
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A necessary complement to the above actions is an expanded knowledge base. The committee, thus,
views further research as essential to providing adequate treatment of children affected by FAS. ARND, and

ARBD. The committee recommends additional research in the following aress:

. research to distinguish the role of the postnatal environment in modifying the effects of fetal alcohol
exposure, including research on adopted versus nonadopted children with these disorders,
o research on the socid and emotional status of school age children affected by FAS, ARND, or ARBD
and research on the existence of specific impairments associated with these syndromes, particularly
impairments in attention, language, sensory integration, and other behavioral problems;

further basic research using animal models to examine the underlying neurobiological mechanisms of
behaviora and environmentd interventions over the life span; and
. evaluation of the effectiveness of educationa interventions on children with FAS, ARND, or ARBD,
possibly beginning with the examination of educationa interventions that look promising in case studies or

in studies of children exposed to illicit drugs in utero.

INTEGRATION AND COORDINATION: A CONCLUDING COMMENT AND
RECOMMENDATION

Theress no single, organized discipline within medicine that can, a this time, logicaly be held
responsible or accountable for the development of a comprehensive approach to preventing and treating fetal
acohol syndrome (FAS), acohol-related neurodevelopmental disorder (ARND), or acohol-related birth
defects (ARBD). Nor is there a single discipline in the broader arena of health and hedlth care appropriate
for this role. The problem is obvious. Primary care hedth care providers are frequently presented with the
opportunity v detect substance abuse and make referrals for treatment. Psychiatrists and other mental
health care workers aso are responsble for problems of recognizing and treating addiction. Obstetricians
and family physicians are concerned principaly with the prevention and management of teratogenic
exposures, while pediatricians and family physicians manage birth defects in infants. Because the disorders
pose hedth and developmenta problems over the life span, they have been variably managed &fter the
newborn period by pediatric subspecidists such as clinical geneticists, developmentalists, child neurologists,
and others. No group has yet shown any interest in the maragement of FAS, ARBD, or ARND patients as
adults. Thercfore, these disorders lie within the purview of many groups but are clearly not the full
responsibility of any one. All groups will accept, or have accepted, an interest in handling an appropriate
piece of the problem, but no one is in a postion to lead and coordinate. Hence, there is no group to which
government can look for leadership, and no group is focused on advocacy or comprehensive education
about the disorders. Attention to FAS, ARBD, and ARND, then, is structurdly marginalized, and like any
problem that falls between organized disciplines, progress is unavoidably hampered., Both FAS research
and sarvice delivery suffers.

Such structural marginalization is also evident in government, where it is difficult to find a
government System that is positioned to address these disorders in a comprehensive manner. The National
Ingtitute on Alcohol Abuse and Alcoholism (NIAAA) has lead responsibility for research on acohol and
historically hasy played the mgor role in FAS research. The Centers for Disease Control and Prevention
recently has expanded its FAS activities beyond surveillance into prevention. The Substance Abuse and
Mental Health Services Agency (SAMHSA) funds prevention and treatment demonstratlon projects for -
substance-abusing pregnant women, including women at risk for having a child with FAS, . The Health
Services and Resources Administration co-funds some of the SAMHSA programs and sponsors maternal and
child health projects. The Indian Health Service provides services to populations at nsk for FAS and other

PREPUBLICATION COPY




acohol-related problems. No agency has assumed responsibility for research on interventions with people
affected by FAS, ARBD, or ARND. No agency has responsbility for coordinating the many services
needed by families affected by FAS and related disorders. It is often difficult to achieve meaningful
cooperation among government research and services agencies for a given problem. Such cooperation,
however, can be facilitated by willingness of individua personnel to move beyond the structural barriers of
government bureaucracies. In most state governments, agencies responsible for child neglect and abuse,
foster and adoptive care, health, education, crimina justice, and alcohol treatment are distinct entities. Yet,
interagency coordination of personnd and budgets is needed for state governments to help patients and their
families affected by FAS, ARND, or ARBD, without involving the crimina justice system or the socia
service community that is focused on child abuse. At the federa level, there is smilarly no single agency
responsible for al the programs or research needed.

It is clear that neither governmental structures nor the organization of modern medicine and hedth
care can be redesigned. Thus, the challenge is to improve communication and cooperation among health,
education, and socid services disciplines and government agencies. The committee believes that such
cooperation among medica disciplines may best be addressed by the recommendations made to increase
professional education about FAS and its related disorders, and to establish clinical practice guidelines for
the management of patients and their families. Further, the committee believes that any possible
coordination at a state level will depend first on leadership shown by federal agencies to communicate with
each other and to coordinate programmatic goas and objectives.

Therefore, the committee recommends that an interagency task force, or other entity comprised of
representatives from the relevant federal research, survelllance, and services agencies, be established to
coordinate nationd efforts in FAS, ARND, and ARBD. Lead responsibility for heading this task force
should be assigned to NIAAA, because it is experienced at encouraging research and at incorporating
research methodologies into al activities and has had the longest history in addressng FAS. However, al
member agencies should be willing and able to trandate research findings into service delivery and policy
development activities and be expected to contribute to and be consulted with about achieving the overdl
goals of preventing FAS. It is suggested that one of the top priorities of such a coordinating body should
be to forge interagency cooperation in the adoption of a common terminology and set of definitions related
to these disorders, such as proposed in this report, and the design and implementation of national surveys to
estimate the true prevalence of FAS, ARND, and ARBD. At the same time, prevention and treatment of
secondary disabilities associated with FAS. ARND, and ARBD, as well as prevention and treatment of
acohol abuse and dependence by pregnant women and by women at risk of becoming pregnant, should be a
high, and long-term, priority of this coordinating body. Additional important areas of focus should include
consideration of basic research and communication among the basic and clinical research communities and
the health services community. Recommendations for research in al aspects of FAS can be found in this
report and should serve as guidance for the coordinating body. Finaly, the coordinating body should take
active steps to encourage and facilitate the rigorous evauation of all intervention programs.

REFERENCES
Abel EL. Feta acohol syndrome in families (Commentary). Neurotoxicology and Teratology 1988; 10: 12.
Abel EL. An update on incidence of FAS. FAS is not an equal opportunity birth defect. Neurotoxicology

and Teratology, in press.
Abel EL, Hannigan JH. Maternal risk factors in fetal aIcohoI syndrome Provocatlve and permxsswe

influences. Neurotoxicology and Teratology, in press.

! )’ ! - \ v .
PREPUBLICATION copPY : 36



Abel EL, Sokal RJ. Incidence of fetd acohol syndrome and economic impact of FAS-related anomalies.

Drug and Alcohol Dependence 1987; 19:51-70.

Abel EL, Sokol RJ. A revised consarvative estimate of the incidence of FAS and its economic impact.
Alcoholism: Clinical and Experimental Research 199 1; 15-514-524.

American Psychiatric Association. Diagnostic and Statistical Manua of Mental Disorders: 4th Edition.
Washington, DC: American Psychiatric Association, 1994.

Aylward GP. The relaionship between environmenta risk and development outcome. Developmental and
Behaviora Pediatrics 1992; 13:222-229.

Bacon FS. Counseling aspects of alcohol use in pregnancy - Beyond primary prevention. Alcoholism
treatment quarterly 1988; 5:257-267.

Bloss G. The economic cost of FAS. Alcohol Hedth & Research World 1994; 18:53-54.

Blume SB. Women and Alcohol: Issues in Socia Policy in Alcohol and Gender. R. W. Wilsnack and S. C.
Wilsnack (eds). New Brunswick, New Jersey: Rutgers University Center of Alcohol Studies, in

press.
Bowen OR, Samrnons JH. The acohol-abusing patient: A challenge to the profession. Journa of the

American Medica Association 1988; 260:2267-2270.

Boyd TA, Ernhart CB, Greene TH, Sokol JH, Mat-tier S. Prenatd acohol exposure and sustained attention
in the preschool years. Neurotoxicology and Teratology 1991; 13:49-55.

Brown S. Adult children of acoholics: The history of a socia movement and its impact on clinical theory
and practice. Recent Developments in Alcoholism: Vol. 9 Children of Alcoholics. M. Gaanter, (ed.)
New York: Plenum Press, 1991.

Bruce FC, Adams MM, Shulman HB, Martin ML. Alcohol use before and during pregnancy. American
Journa of Preventive Medicine 1993; 9:267-273.

Bryant DM, Ramey CT. An Anaysis of the Effectiveness of Early Intervention Programs for
Environmentdly At-Risk Children. The Effectiveness of Early Intervention for At-Risk and
Handicapped Children. M.J. Guranick and F.C. Bennett, (eds) Orlando, FL: Academic Press,

1987.
Centers for Disease Control. Fetal acohol syndrome--United States, 1979-1992. Morbidity and Mortdity

Weekly Report 1993a; 42:339-341.
Centers for Disease Control. Linking multiple data sources in fetal acohol syndrome surveillance--Alaska.

Morbidity and Mortality Weekly Report 1993b; 42:312-314.

Centers for Disease Control and Prevention. Frequent acohol consumption among women of childbearing
age--Behaviora risk factor surveillance system, 1991. Journa of the American Medical Association
1994; 271:1820-1821.

Centers for Disease Control and Prevention. Sociodemographic and behaviora characteristics associated
with acohol consumption during pregnancy--United States, 1988. Morbidity and Mortaity Weekly
Report 1995; 44:261-264.

Chavez GF, Cordero JF, Becerra JE. Leading mgor congenital malformations among minority groups in
the United States, 1981-1986. Morbidity and Mortality Weekly Report 1988; 37:17-24.

Clarren S, Astley S. Quoted in the Summary Report of the RSA/CDC/NIAAA FAS Data Collaboration
Meeting. Atlanta, Georgia, March 17-18, 1994,

Coles CD, Brown RT, Smith IE, Platzman KA, Erickson S, Falek A. Effects of prenatal acohol exposure
a 6 years: |. Physicd and cognitive development. Neurotoxicology 1991a; 13: |-l 1.

Coles CD, Krebs K, Smith IE, Morse B, Weiner L. Identification and treastment of fetal alcohol syndrome:
Pediatricians perspectives (Abs.). Alcoholism: Clinica and Experimental Research 1991b;15:369.

PREPUBLICATION COPY



.\‘: .\;- .

. PREPUBLICATION COPY

Coles CD, Brown RT, Raskind-Hood CL, Platzman KA, Smith IE, Falek A. A comparative study of
neurocognitive functioning in feta acohol (FAS) and attention deficit, hyperactivity disorder
(ADHD). Paper presented at Symposium, Research Society on :Alcoholism Annual Meeting, 1994a.

Coles CD, Raskind-Hood CL, Brown RT, Silverstein JD. A comparison ¢f information processing in

children with fetd acohol effects and attention deficit disorder. Poster presented a the Research

Society on Alcoholism Annual Meeting, 1994b.
Davis JH, Frost WA. Feta Alcohol Syndrome: A challenge for th.e community hedth nurse. Journd of

Community Health Nursing 1984; 1:99-110.
Davis A, Lipson A. A chalenge in managing a family with Fetal Alcohol Syndrome. Clinical Pediatrics

1984; 23:304.

Day NL, Cottreau CM, Richardson GA. The epidemiology of acohol, marijuana, and cocaine use among
women of childbearing age and pregnant women. Clinica Obstetrics and Gynecology 1993,
36:232-245.

Duimgtra D, Johnson C, Kutsch C, Wang B, Zentner M, Kellerman S et d. A fetd adcohol syndrome
surveillance pilot project in American Indian communities in the Northern Plains. Public Hedlth
Reports 1993; 108:225-229.

Faden VB, Graubard BI, Dufour M. Drinking by expectant mothers - What does it mean for their babies?
Working paper, Divison of Biometry and Epidemiology, National Ingtitute on Alcohol Abuse and
Alcoholism, 1994.

Fillmore KM. “When angels fdl”: Women's drinking as cultural preoccupation and as redity. Alcohol
problems in women: Antecedents, consequences, and intervention. S. C. Wilsnack and L. J.
Beckman, (eds) New York: Guilford Press, 1984.

Finkelstein N. Treatment programming for alcohol and drug-dependent pregnant women. Internationa
Journal of the Addictions 1993; 28: 12751309.

Gordon RS, J. An operations classification of disease prevention. Public Health Reports 1983;" 98: 107-109.

Gordon R. An Operational Classification of Disease Prevention. Preventing Mental Disorders. J. A.
Steinberg and M. M. Silverman, (eds) Rockville, MD: National Ingtitute of Mental Health, 1987.

Grant BF, Harford RC, Dawson DA, Chou P, Dufour M, Pickering R. Epidemiologic Bulletin No. 35:
Prevalence of DSM-IV acohol abuse and dependence: United States, '1992. Alcohol Hedlth &
Research World 1994; 18:243-248.

Greene T, Ernhardt CB, Ager H, Sokol R, Martier S, Boyd T. Prenatal alcohol exposure and cognitive
development in the preschool years. Neurotoxicology and Teratology 1991; 13:57-68.

Hankin JR, Firestone 1J, Sloan JJ, Ager W, Goodman AC, Sokol RJ et a. The impact of the acohol
warning label on drinking during pregnancy. Journa of Public Policy & Marketing 1993a; 12:10-18.

Hankin JR, Sloan JJ, Firestone IJ, Ager W, Sokol RJ. A time series anadysis of the impact of the acohol
warning label on antenatal drinking. Alcoholism: Clinical and Experlmental Research 1993b;

+17:284-289.
Harwood HJ, Napolitano DM. Economic implications of the fetal alcohol syndrome Alcohol Health&

Rescarch World 1985; 10:38-43.

Ingtitute of Medicine. Disability in American. Washington, DC: Nationa Academy Press, 1991.

Ingtitute of Medicine. Reducing Risks for Mental Disorders. Frontiers for Prevention Interventlon Research.
Washington, DC: National Academy Press, 1994.

Jacobson JL, Jacobson SW, Sokol RJ, Martier SS, Ager W, Kaplan-Estrin MG Teratogenlc effects of

acohol on infant development. Alcoholism: Clinical and Experimental Research 1993; 17:174-183.©

Jcssup M, Green JR. Treatment of the pregnant alcohol-dependent woman, Joumal of Psychoacn
e 1987 19:193-203. E




Jones KL, Smith DW. Recognition of the fetal acohol syndrome in early infancy. Lancet 1973;
2:999-1001.

Klaucke D. Evaluating public health surveillance systems. Public Hedlth Surveillance. W. Halperin and E.
Baker, (eds.) New York: Van Nostrand Reinhold, 1992:26-41.

Lemoine P, Harouseau H, Borteryu JT, Menuet JC. Les enfants des parents alcooliques. Anomalies
observees apropos de 127 cas. Ouest Medical 1968; 21:476-482.

Little R, Grathwohl HL, Streissguth AP, Mclintyre C. Public knowledge about the risks of drinking during
pregnancy in Multhomah County, Oregon. American Journa of Public Health 1981; 71:312-314.

Masis KB, May PA. A comprehensive loca program for the prevention of fetal acohol syndrome. Public
Health Reports 1991; 106:484-489.

May PA. Research issues in the prevention of fetal alcohol syndrome (FAS) and acohol-related birth
defects (ARBD). Prevention Research on Women and Alcohol. E. Taylor, J. Howard, P. Mail, M.
Hilton, (eds) Washington, DC: U.S. Government Printing Office, in press.

May PA, Hymbaugh KJ, Aase M, Samet JM. Epidemiology of fetal acohol syndrome among American
Indians of the Southwest. Socia Biology 1983; 30:374-387.

Meisds SJ, Shonkoff JP. Handbook of Early Childhood Intervention. Cambridge: Cambridge University
Press, 1990.

Midanik LR, Clark WB. The demographic distribution of US drinking patterns in 1990: Description and
trends from 1984. American Journa of Public Health 1994; 84:1214-1222.

Miller BA, Downs WR, Testa M. Interrelationships between victimization experiences and women’s acohol
use. Journd of Studies on Alcohol 1993; 11 (Supplement): 109-1 17.

Nanson JL, Hiscock M. Attention deficits in children exposed to acohol prenataly. Alcoholism: Clinical
and Experimental Research 1990; 14:656-661.

Nationa Indtitute on Drug Abuse. NIDA survey examines extent of women's drug use during pregnancy.
NIDA Media Advisory. Rockville, MD: NIDA, 1994.

Rosett HL, Weiner L. Identifying and tresting pregnant patients at risk from acohol. Canadian Medica

Journal 1981; 125: 149-154.
Rosett HL, Weiner L, Edelin KC. Strategies for prevention of fetal alcohol effects. Obstetrics and

Gynecology 1981; 57: 1-7.

Serdula M, Williamson DF, Kendrick JS, Anda RF, Byers T. Trends in acohol consumption by pregnant
women: 1985 through 1988. Journal of the American Medical Association 1991; 265:876-879.

Sher KJ. Psychological characteristics of children of acoholics: Overview of research methods and findings.
Recent Developments in Alcoholism V. 9: Children of Alcoholics. New York: Plenum Press, 1991.

Smith |E, Lancaster JS, Moss-Wélls S, Coles CD, Falek A. Identifying high-risk pregnant drinkers:
Biological and behaviora correlates of continuous heavy drinking during pregnancy. Journa of
Studies on Alcohol 1987; 48:304-309.

Sokol RJ, Clarren SK. Guidelines for use of terminology describing the impact of prenatal acohol on the
offspring. Alcoholism: Clinica and Experimental Research 1989; 13:597-598.

Spohr HL, Willms J, Steinhausen JC. Prenatal alcohol exposure and long-term developmental conseguences.
Lancet 1993; 341:907-910.

Streissguth AP. The behaviora teratology of acohol: Performance, behavloral and intellectual deficits in
prenatally exposed chlldren AIcohoI and Brain Development. J Weg, (ed) New York: Oxford
University Press, 1986.

Streissguth AP, Aase JM, Clarren SK, Randels SP, LaDue RA, Smith DF. Fetal alcohol syndromeln

..adolescents and adults: Journal of the American Medical Association 1991; 265:1961-1967..- . i<

3

FREPUBLICATION COPY

E‘h“«;v;g Iﬁf;,:;. EA

t



Streissguth SP, Bookstein FL, Sampson PC, Barr HM. The Enduring Effects of Prenatal Alcohol Exposure
on Child Development: Birth Through Seven Years, a Partid Least Squares Solution. Ann Arbor,
MI: University of Michigan Press, 1993.

Streissguth AP, Barr HM, Sampson PD. Moderate prenatd acohol exposure: Effects on child 1Q and
learning problems a age 7.5 years. Alcoholism: Clinical and Experimental Research 1990;
14:662-669.

Streissguth AP, Grant TM, Barr HM, Brown ZA, Mayock DE, Ramey SL et a. Cocaine and the use of
acohol and other drugs during pregnancy. American Journa of Obstetrics and Gynecology 1991,
164:1239-1243. )

U.S. Department of Hedlth and Human Services. Healthy People 2000. Rockville, Maryland U.S. .
Department of Hedlth and Human Services, 1991.

U.S. Public Hedlth Service. Surgeon Generd’s Advisory on Alcohol and Pregnancy. Food and Drug

Adminigtration Bulletin 1981; 11:9-10.
Waterson EJ, Murray-Lyon IM. Preventing acohol related birth damage: A review. Social Science and

Medicine 1990; 30:349-364.
Weiner L, Morse BA, Garrido P. FAS/FAE: Focusing prevention on women at risk. International Journa

of the Addictions 1989; 24:385-395.
Williams GD, DeBakey SF. Changes in levels of acohol consumption: United States, 1983-1988. British

Journal of Addiction 1992; 87:643-648.

Wilsnack SC. Alcohol Use and Alcohol Problems in Women. Psychology of Women's Hedlth: Progress and
Challenges in Research and Application. A. L. Stanton and S. J. Gallant, (eds.) Washington, DC:
American Psychological Association, in press, a

Wilsnack SC. Patterns and trends in women's drinking: Recent findings and some implications for
prevention. Prevention Research on Women and Alcohol. E. Taylor, J. Howard, P. Mail, M. Hilton,
(eds.) Washington, DC: U.S. Government Printing Office, in press, b.

Wilsnack SC, Beckman LJ. Alcohol Problems in Women: Antecedents, Consequences, and Intervention.
New York: Guilford Press, 1984.

Wilsnack SC, Klassen AD, Schur BE, Wilsnack RW. Predicting onset and chronicity of women's problem
drinking: A five-year longitudina analysis. American Journa of Public Health 1991; 81:305-318.

Wilsnack SC, Wilsnack RW, Hiller-Sturmhofel S. How women drink: Epidemiology of women’s drinking
and problem drinking. Alcohol Health & Research World 1994; 18:173-181.

Zeanah CH, Mammen OK, Lieberman AF. Disorders of attachment. Handbook of Infant Menta Health.

C.H. Zeanah, (ed.) New York: Guilford Press, 1993.

PREPUBLICATION COPY




Figure /-/




1987 Target 2000
baseline
0.22 0.12

79%

Increase by 20%

Screening by Obstetrician/Gynecologist for alcohol use

34%

75%

L “_ Réféfti;als'b»y'Obétetrician/Gynecologist for acohol trestment

24% 7 5 %
Screening by Obstetrician/Gynecologist for drug use 32% 75 %
Referrals by Obstetrician/Gynecologist for drug trestment 28% 75%




Low Parity

Alcohol Abuse
Dose
Blood-alcohol Concentration
Criical Perlod
Pattem of Intake

-————.—)
Unit

Matemal-
Fetoplacental

Length and Severity of Alcohol Abuse

Coaxposure with Other Teratogens

Exacerbating
Factors

| Nondlagnosis/Nonintervention

Caretaker/Home Environment
Alcohollsm
Mothec, Partner
Child Abuse/MNeglect
Low Level of Social Support
No Matemai “ollow-tp
Muliple Fostet/Adoptive
Placements

Low SES
Little Pedlatric Care
inadequate Nutrition

Environmental Contaminants
e.g.. Lead, Smoke

Lack of Education/Social
Services for Child

Figure 2-2

Child Born with FAS
or Possible
Alcoholrelated
Effects

—>

Adult

HedilVDisease
Nutrition

Obstetric Care

High Party

Socloeconomic Status (SES)
Blological Susceptbity
Substance Abuse

Factors |
Early Diagnosis/intesvertion

Caretaker/Home Envilonment
Alcohol Treatment
Mother, Partner
High Level of Social Support

High SES
Good Pediatric Care

Availability of Educational/
Soctal Services for Child

Theoretical Influences on the Expression of Prenatal

N

S {,..,\_‘.'. -

Alcohol Exposure.

1

.




TABLE 4-1 DIAGNOSTIC CRITERIA FOR FAS and ALCOHOL-RELATED EFFECTS

FETAL ALCOHOL SYNDROME

1. FAS with confirmed maternal alcohol exposure’
A. Confirmed maternal alcohol exposure ®

B. Evidence of a characteristic pattern of facia anomalies that includes features such as short palpebral fissures
and abnormalities in the premaxillary zone (e.g., flat upper lip, flattened philtrum, and flat midface)

C. Evidence of growth retardation, asin at least one of the following:
- low birth weight for gestational age
- decelerating weight over time not due to nutrition
- disproportional low weight to height

). Evidence of CNS neurodevelopmental abnormalities, asin at least one of the following:
- decreased cranial size at birth -
- structural brain abnormalities (e.g. microcephaly, partial or complete agenesis of the corpus callosum,
cerebellar hypoplasia)
- neurologica hard or soft signs (as age appropriate), such as impaired fine motor skills, neurosensory
hearing loss, poor tandem gait, poor eye-hand coordination

. FAS without confirmed maternal alcohol exposure

, C, and D as above

. Partial FAS with confirmed maternal alcohol exposure

. Confirmed maternal alcohol exposure?
B. Evidence of some components of the pattern of characteristic facial anomalies
ither Cor D or E

. Evidence' of growth retardation, as in at least one of the following:
- low hirth weight for gestational age )
- decelerating weight over time not due to nutrition
- disproportional low weight to height

. Evidence of CNS neurodevelopmental abnormalities, asin:
- decreased cranial size at birth :
- - structural brain abnormalities (e.g. microcephaly, partial or oomplete agenesns of the corpus callosum
cerebellar  hypoplasia) R - o
- " neurological hard or soft signs (as age appropriate) such as unpaxred fme motor Skl“S neurosensory -

T Zheanng loss poor tandem galt, poor eye-hand coordxnatxon
MR .-zrs,, PR
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E Evidence of a complex pattem of behawor or cogmtwe abnormalms that are lnconsx
L level and cannot_be explamed by farmhal background or envu'onment alone suéh ,as lcammg‘ d~

e receptwe and expressnve language poor capacnty for absu'actlon or
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DIAGNOSTIC CRITERIA FOR FAS and ALCOHOL-RELATED EFFECTS (continued)

ALCOHOL-RELATED EFFECTS

’ Clinical conditions in which there is a history of maternal alcohol exposure™? and where clinical or anima
research has linked maternal alcohol ingestion to an observed outcome. There are two categories, which ma
co-occur. If both diagnoses are present, then both diagnoses should be rendered:

4. Alcohol-related birth defects (ARBD)

List of congenital anomalies, including malformations and dysplasias

Cardiac Atrial septal defects Aberrant great vessels

Ventricular septal defects Tetralogy of Fallot
Skeletal Hypoplastic nails Clinodactyly

Shortened fifth digits Pectus excavatum and carinatum

Radioulnar synostosis Klippel-Feil syndrome

Flexion contractures Hemivertebrae

Camptodactyly Scoliosis e
Rena Aplagtic, dyspladtic, Ureteral duplications

hypoplastic kidneys Hydronephrosis

Horseshoe kidneys

Refractive problems secondary to small globes

Ocular Strabismus
Retinal vascular anomalies
Auditory Conductive hearing loss Neurosensory hearing loss
Other Virtualy every malformation has been described in some patient with FAS. The etiologic

specificity of most of these anomalies to alcohol teratogenesis remains uncertain.

Alcohol-related neurodevelopmental disorder (ARND)

resence Of
. Evidence ‘of CNS neurodevelopmental abnormalities, asin any one of the followmg

1. decreased crania size at birth
2. structural abnormalities such as microcephaly, abnormalities in the devel opment of the corpus callosum

3. ‘neurological signs such asimpaired fine motor skills, heurosensory heari ng Ioss poor tandem gait, poor

eye-hand coordination

id/or
B. Evidence of a complex pattern of behavior or cognitive abnormalities that are inconsistent Wlth developmental

level and cannot be explained by familial background or environment alone, such as learni ng difficulties,
deficits in school performance poor impulse control; problems in social perception; -deficits in higher level
receptive, and expressive language, poor capacity for abstraction or mctacogmnon specnf‘ ic det‘ CltS in
mathematlcal skxlls or problemsm memory, attention, or Judgment R i i

A

] A pancm of excessive intake characterlzed by substantial, reguler intake or heavy cptsodnc drmhng Ev:dcncc of th|s pattcm may mcludc
7 ) frequent episades of intoxication, development of tolerance or withdrawal. social probkms related to drinking, lcgal problcms related to drlnkmg,
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BOX 7-6

TWEAK TEST

T  Tolerance: - How many drinks can you hold?

W Have close friends or relatives Worried or complained
about your drinking in the past year?

E Eye-Opener: Do you sometimes take a drink in the
morning when you first get up?

A Amnesia: Has a friend or family member ever told you
about things you said or did while you were drinking
that you could not remember? :

A

K(C) Do you sometimes feel the need to Cut Down on your drinking?

A 7-point scale is used to score the test. The Tolerance question scores
2 pdints if the responding reports the ability to hold more than five drinks
without falling asleep or passing out. A positive response to the Worry
guestion scores 2 points, and a positive response to the last three
guestions scores 1 point each. A total of 2 or more points indicates the

respondent is likely to be a’ risk drinker.
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